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Executive Summary 
Background 
The Macmillan Integration of Cancer Care programme (MacICC) was established in February 2014 as a 
partnership programme between Macmillan Cancer Support and South Tees NHS Foundation Trust and 
is scheduled to finish in December 2018. Following completion of an earlier review and consultation 
process, additional funding was secured to support implementation of the recommendations made by 
the review. Simplified care pathways, streamlined referral processes and care closer to home were 
identified as key ways of helping patients. This evaluation is focused on the two new roles that were 
developed and implemented as a result of the review, as described below. 
Macmillan Cancer Care Coordinator (CCC) role 
The CCC roles are designed to fill the gap between the health care assistant and a qualified nurse. The 
aim of the role is to provide effective, caring and compassionate services to patients working within a 
multi-disciplinary team (MDT) in a hospital setting. This involves co-ordinating care from referral to the 
end of treatment and requires regular contact with patients. It had been recognised that the wide-range 
of tasks being performed by qualified clinical staff members were limiting the effective use of their skills 
and experience.  
The role involves liaison with other colleagues and departments in the hospital, signposts patients and 
ensures effective progress along their care pathway. The role in conjunction with the Cancer Nurse 
Specialists (CNS) and Allied Health Professionals (AHPs) is intended to provide coordination of high 
quality patient care through on-going identification of needs. 
Community Cancer Care Sisters (Macmillan) role 
The new Community Cancer Care Sister (Macmillan) roles (hereafter referred to as Community Sisters) 
are designed to work across traditional boundaries to help support improved working relationships with 
community health and social care colleagues including District Nurses, Community Matrons, GPs and 
Social Workers, improve skills and knowledge and skill sharing between specialists and specialist 
generalists, prevent silo working and support skill matching with other specialist nurses such as 
Community Macmillan Nurses. The Community Sisters are intended to provide holistic, coordinated 
community care, information and support based on the needs of service-users and their families. 
 
Evaluation approach 
Work-package 1, Qualitative: The evaluation was guided by the first work-package, which used a Realist 
Evaluation approach, starting by building a logic model which describes how the intervention is intended 
to work and the assumptions that need to be fulfilled to obtain optimum benefits. We used this as a 
framework to begin to uncover what works, for whom, in what circumstances and why. We used a 
combination of methods including interviews and group discussions with Macmillan staff, colleagues, 
service-users and other key stakeholders. We also used routinely collected data (such as descriptions of 
interventions from the Intervention Matrix) to help develop theories to explain outcome patterns. This 
approach is intended to not only describe what has happened from the perspective of various key 
stakeholders, but also provide refined and tested theories about why the intervention might work.  
 x 
 
Work-package 2, Quantitative: A second work-package was focused on an assessment and analysis of 
routinely collected data. We investigated; overall time saved on the 62-day pathway, changes to A&E 
service use, changes to non-attendance at appointments, time saved for other professional groups. 
Additionally, we investigated time and cost savings on patient travel. We also calculated the return on 
investment for the programme. 
The quantitative work relied on routinely collected, hospital-level data and data collected by post 
holders of the roles being evaluated. These data were collected in a spreadsheet called the Intervention 
Matrix (IM), and recorded activities and areas of cost savings; for instance, time saved for others, and 
prevention of missed appointments. 
Findings 
Work-package 1, Qualitative 
The qualitative findings have been organised into the following 10 main topics: 
x Topic 1: Understanding and implementation of the CCC role 
x Topic 2: CCC Connection with other services 
x Topic 3: CCC Impact 
x Topic 4: Sustainability of the CCC roles 
x Topic 5: Understanding of the Community Sister role 
x Topic 6: Community Sister connection with other services 
x Topic 7: Community Sister impact 
x Topic 8: Implementation of the Community Sister roles 
x Topic 9: Sustainability of the Community Sister roles 
x Topic 10: Patient Experiences of Community Sister Roles 
 
Some key findings are that the post-holders for the CCC and Community Sisters roles were highly 
motivated. They see the roles as intrinsically valuable and view the Macmillan training, support and 
experience to be particularly valuable. The CCCs and Community Sisters were able to provide holistic 
services. Specifically, they view the roles as filling a gap in current services and appreciate the quality 
that they can provide regarding improved patient experiences and improving the efficiency of 
surrounding health care systems. The improvement in patient experiences was supported by routinely 
collected data and discussions with staff and service-users. 
 
The role-boundaries for CCCs and Community Sisters underwent an initial period of rapid development 
and definition, but continue to evolve. Whereas the CCC role boundaries seem to develop fairly 
naturally, depending on areas of greatest need within specific cancer specialties, the Community Sisters 
had to be more pro-active in the definition and evolution of their role. Fortunately, the roles tend to fit 
into well-defined gaps in services. However, there are some areas of overlap and whilst some service 
providers are keen to pass over responsibilities, others are more protective of their responsibilities, and 
this tension requires careful management and local tailoring.  
 
The Macmillan branding of the roles has pros and cons. Whilst the alignment with Macmillan is a 
motivating factor for staff, owing to the support and training opportunities, the public perception of 
Macmillan is associated with end of life care. This created barriers to engagement with patients.  
 xi 
 
 
The knowledge of the CCCs regarding available services and cancer care pathways was both as a result 
of prior experience and initial induction and training for the role. This knowledge was crucial for the key 
mechanisms of the role to function. For instance, being able to make a rational case for speedy 
investigations or treatments to align with necessary decision points and other elements of the pathway 
helped for patients to have a more efficient treatment journey. 
 
Discussions with service-users about the Community Sister roles confirmed that, from their perspective, 
the roles filled a clear gap in service provision. They felt able to discuss broad topics, developed strong 
relationships and valued the holistic, family-focused approach. Outcomes included being able to socially 
and emotionally deal with the illness and to resume a more normal life of activities. Some specific 
activities, such as making treatment recommendations, helping to make difficult decisions and 
intervening to solve problems with other services were reported to be particularly important. Service-
users were unhappy about the limited availability of Community Sisters and reported having to 
overcome misconceptions about Macmillan services being for end of life only, prior to accepting the 
service. 
 
Members of staff from both roles were required to complete an information database called the 
Intervention Matrix (IM), which quantified their activities and sought to measure the savings that their 
roles were making for the health care system. The completion of the IM was considered to be a burden. 
Whilst the CCCs reported being aware of the value of completing the IM, owing to receiving feedback 
about the extent of the economic value of their role, the Community Sisters reported that they were 
aware of the IM outputs being used at a senior level, they had not received feedback about the value of 
this information and felt that it did not truly reflect the work that they carried out.  
 
Work-package 2, Quantitative 
It is estimated that the salary costs for all staff members required to develop, implement and deliver the 
service over the 21-months between October 2016 & June 2018 was £550,509.05. These costs include 
programme management and administration (£37,338.80), which would not be required once the 
delivery model is embedded as business as usual. The costs for only the CCCs (x71) and Community 
Sisters (x3) that would be required to deliver the service on an ongoing basis (post implementation) 
would be £513,170.25 for 21 months (£293,240.14 per year). Please see the full report for included and 
excluded costs and assumptions. 
The IM included information about the time saved for other members of the health care workforce by 
activities of the CCCs and the Community Sisters, with descriptions about how the saving was brought 
about. The total saving for both roles is estimated as £184,237.57. 
In England, the 31-day target refers to the target for the maximum time from receiving diagnosis to first 
definitive treatment. The 62-day pathway in England is defined as beginning first definitive treatment 
                                                          
1 While Macmillan funded six Cancer Care Coordinator post, for this evaluation, we also included in our 
analysis a previously substantive post which was transitioned into this new role.  
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following urgent GP referral. This can be used as a measure of patient experience, but it also carries 
financial penalties for Trusts if they fail to achieve 85% compliance with the 62 day pathway. The 
number of breaches was observed to decline following the intervention and subsequently compliance 
increased. By way of example, the following chart shows breaches on the 62-day pathway for colorectal, 
lymphoma, head neck, lung and prostate cancer patients between July 2015 and June 2018. The 
intervention was in October 2016. This shows a special cause variation indicating a trend due to 
assignable causes. We observed a reduction in people waiting over 62 days from above the average of 
30 breaches per month before the roles were introduced, to being consistently below the average from 
3 months after the roles were introduced. 
 
 
 
The prevention of non-attendance at consultations (did not attend (DNAs)) was also recorded in the IM. 
The overall estimated cost saving was £9,591 between January 2017 and June 2018. If these savings are 
assumed to extend across the entire intervention period this would equate to ((£9,591/18)*21) 
£11,189.50. 
Changes in A&E attendances for cancer patients were gathered from hospital records and analysed 
using Interrupted Time Series Analysis. Using monthly A&E attendance data for all patients with a 
primary cancer diagnosis, effects were calculated for 6-months, 12-months and 21-months post-
intervention. Before the intervention there was a trend in the slope of an increase of 9.512 attendances 
every month, which became a negative post-intervention trend of -0.649 (p=0.001).  This finding 
indicates that prior to the intervention there was a month-on-month increase in A&E attendances for all 
cancer patients. After the implementation of the new roles there was a slight, yet statistically significant 
month-on-month reduction in attendances.  The overall difference between the pre-intervention trend 
and the post-intervention trend is -10.161 cases per month.  
The following findings show an estimate of the difference between the actual A&E data and the forecast 
of the number of attendances that would have been expected to occur without the intervention at 
different time periods post-intervention. 
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x Six month level effect is a decrease of 93.311 cases per month (p=0.01; 95% CI=-24.4387 to -
162.183) 
x Twelve month level effect is a decrease of 154.276 cases per month (p=0.002; 95% CI=-60.489 to 
-248.063) 
x Twenty-one month level effect is a decrease of 245.721 cases per month (p=0.001; 95% CI=-
108.335 to -383.107) 
To calculate cost savings to the acute care system, a slope equating to a reduction of 245.721 cases at 21 
months and 0 reduced cases at the intervention point was applied. Assuming a cost of £148 per A&E 
attendance (Reference Cost Data 2016/17) this equates to a saving of £381,850.43 ((245.721*21)/2) 
over the evaluation period. Assuming that this difference continues for the following 12-months this 
could equate to a potential saving of £ 436,400.50 per year. 
Return on Investment 
The calculated costs and economic benefits assumed to be associated with the implementation of the 
roles are shown in the following table. Please see the full report for assumptions and limitations 
regarding these calculations. It should also be recognised that we have good evidence to support the 
assumption that the intervention was a key reason for changes in A&E attendances and subsequent 
savings, as the quantitative findings are supported by qualitative investigation, intervention matrix (IM) 
records and the testing and refinement of programme theories. For instance, the following extract from 
the IM record indicates a direct relationship, demonstrating how the CCC role can free up time for CNSs 
to deal appropriately with emergency situations, rather than patients resorting to A&E attendances. 
Attended clinic with Consultant. Freeing time up for CNS to organise emergency 
admission/treatment for another patient 
dŚĞƐĨƌĞƋƵĞŶƚůǇĐĂƌƌǇŽƵƚĂĐƚŝǀŝƚŝĞƐƚŚĂƚĞŶŚĂŶĐĞƉĂƚŝĞŶƚƐ ?ƉƌĂĐƚŝĐĂůĂďŝůŝƚŝĞƐƚŽself-manage they are 
also active in case-findings and ensuring that patients are not lost in the system and avoid delays in their 
care. A large number of contacts between CCCs and patients and their family members involve 
psychosocial support, information-giving and signposting to other services to improve abilities to self-
manage health conditions. 
The following extract demonstrates the well-established relationship between patients being supported 
to better manage their health conditions and less reliance on emergency services. 
 “tĞĨŽƵŶĚƚŚĂƚƉĂƚŝĞŶƚƐǁŚŽǁĞƌĞŵŽƐƚĂďůĞƚŽŵĂŶĂŐĞƚŚĞŝƌŚĞĂůƚŚĐŽŶĚŝƚŝŽŶƐŚĂĚ ? ?A?ĨĞǁĞƌ
emergency admissions than the patients who were least able to. They also had 32% fewer 
attendances at A&E, were 32% less likely to attend A&E with a minor condition that could be 
ďĞƚƚĞƌƚƌĞĂƚĞĚĞůƐĞǁŚĞƌĞ ? 
(Deeny et al, 2018) 
 
However, whilst we have taken all available steps to explore other possible reasons for these 
observations, alternative explanations cannot be ruled out. The sensitivity analysis shown in the 
following table should therefore be useful if decisions are subsequently made to disregard any of the 
areas of savings.  
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Sensitivity analysis for ROI, at 21-months post-intervention 
 Costs Savings Return on Investment 
 Cost of roles Implementation 
staff 
Other staff 
time-savings 
A&E Savings DNA 
savings 
Patient 
travel 
ROI 
Ratio 
ROI £ 
A £513,170.25 £37,338.80 £184,237.57       0.33 -£366,271.48 
B £513,170.25 £37,338.80 £184,237.57   £11,189.50   0.35 -£355,081.98 
C £513,170.25  £184,237.57      0.36 -£328,932.68 
D £513,170.25  £184,237.57   £11,189.50   0.38 -£317,743.18 
E £513,170.25 £37,338.80 £184,237.57 £381,850.43     1.03 £15,578.95 
F £513,170.25 £37,338.80 £184,237.57 £381,850.43 £11,189.50   1.05 £26,768.45 
G £513,170.25  £184,237.57 £381,850.43   1.10 £52,917.75 
H £513,170.25  £184,237.57 £381,850.43 £11,189.50    1.12 £64,107.25 
I £513,170.25 £37,338.80 £184,237.57 £381,850.43 £11,189.50 £47,133.3  1.13 £73,901.78 
J £513,170.25  £184,237.57 £381,850.43 £11,189.50 £47,133.33 1.22 £111,240.58 
 
Using the costs and savings from row F in the table above (i.e. full staff costs for development, 
implementation and delivery and savings for the healthcare system), the programme provides a £1.05 
return for each £1.00 invested over 21 months (£26,768.45). According to these calculations the break-
even point (£2,346.64 return) for the South Tees pilot programme occurs in month-13 after 
implementation (November 2017). If the development and implementation costs are not included (i.e. 
costs of service-delivery roles only), then the programme workstream has far exceeded the break-even 
point at 21-months, with a return of £1.12 for every £1.00 invested (£64,107.25).  
Non-elective admissions: Whilst not able to explore admissions data, we could assume that the national 
rates for conversion of an A&E attendance to emergency admissions apply. According to 2017-2018 
national data, the average conversion rate is 28.655% of all A&E attendances at major A&E departments 
resulting in an admission.  This would equate to a potential reduction of 844.94 emergency admissions 
per year (28.655% of 2948.65 cases). Assuming the national average non-elective inpatient cost of 
£1,590 (Reference Cost Data 2016/17) this represents a possible additional saving of approximately 
£1.3M/year (£1,343,454.60). 
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Conclusions 
As the running costs (staff salaries only) are exceeded by the month-on-month returns on investment, 
and the programme is in a steady-state, it is reasonable to assume that appropriate increased capacity 
(i.e. providing adequate Community Sisters for the geographical area and expanding CCC roles to all 
cancer sites) will result in incremental cost savings for the health-care system. Future programmes will 
also expect a break-even point that is sooner than demonstrated in this pilot programme. The non-
financially quantified improvements in quality of care and patient/family experience will also be 
expected to increase as the roles saturate the system and become better integrated. 
The roles were highly valued by the colleagues, service-users and family member consulted.  
There are clear and justifiable theories for how the roles create improved experiences for people 
affected by cancer and their families, and how the work experience of other health care professionals is 
improved. There are notable gaps in service provision that the roles fulfil. There is evidence that the 
holistic and flexible approaches of the Community Sisters allows people affected by cancer (PABC) and 
their families to quickly become more resilient, resume a sense of normality and receive advice and 
support for navigating services.  
The Coordinator roles allow clinically trained members of staff to focus on levels of tasks that are more 
suitable to their experience and training, and improve the speed of services and user experiences. The 
roles have proved to be innovative, as previous roles linked to poorly coordinated health service 
processes rather than developing relationships with patients and coordinating service from the 
perspective of patient experiences. They are continuing to evolve and as such provide a platform for 
further improvements in cancer care pathways, potential efficiency savings and enhanced experiences 
of PABC. 
It should be recognised that this was a rapid evaluation, and there were limitations in both the quality 
and type of information available, and therefore the conclusions that can be drawn also have limitations 
and rely on certain assumptions that needed to be made. Whilst we believe that the evaluation presents 
a strong case for the benefits of these roles for a wide range of people and services, they would benefit 
from more in-depth investigation, particularly if there are plans to scale up the programme. 
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Lay Summary 
Background to the programme 
The Macmillan Integration of Cancer Care programme (MacICC) was established in February 2014 as a 
partnership programme between Macmillan Cancer Support and South Tees NHS Foundation Trust and 
is scheduled to finish in December 2018. This evaluation is focused on the two new roles that were 
developed and implemented as a result of the programme; the Cancer Care Coordinator (CCC) and the 
Community Cancer Care Sisters (Community Sisters). 
Macmillan Cancer Care Coordinator (CCC) role 
The CCC roles are designed to fill the gap between the health care assistant and a qualified nurse and 
are based in services that are focused on certain cancer specialties (such as Lung Cancer or Colorectal). 
They work to support Cancer Nurse Specialists, Consultants and Allied Health Professionals (AHPs), such 
as Occupational Therapists, Speech Therapists and Physiotherapists. They provide a single point of 
contact with patients through diagnostics and treatment so clinical staff can concentrate on their areas 
of expertise. They also help to improve patient experiences by making sure that all their needs are 
assessed and by joining up services so that they receive the right treatment at the right time from the 
right person. 
Community Cancer Care Sisters (Macmillan) role 
The Community Sisters fill a gap in community services by providing care based on a wide range of 
patient ?Ɛ needs (including physical, emotional, practical, financial and spiritual concerns) from the point 
at which patients are diagnosed; whereas current community services are focused on clinical tasks or 
end-of-life care. They form a link for patients between hospital and community services, can help to 
solve problems, provide advice and support, explain treatments and investigations and help with 
difficult decisions. 
Evaluation Approach 
The evaluation was formed from two main approaches:  
Firstly, we used interviews and group discussions and read available literature to describe the 
experiences and opinions of staff and patients and to understand what sort of benefits the roles might 
bring about and why. 
Secondly, we gathered data about areas of the services that we expected to change as a result of the 
roles being introduced. For instance, we looked at the amount of Accident and Emergency services 
being used by people with cancer diagnoses, we looked at the amount of time that might be saved for 
other members of staff and reductions in missed appointments. 
Findings 
One of the key findings was that the roles were highly valued by the people in the roles, their colleagues 
and patients. They clearly filled gaps in services. Although we did not manage to speak to patients about 
the CCC roles, there was very good evidence about how the roles had improved patient experiences; for 
instance, by reducing waiting times, providing somebody to talk to that had time to deal with their 
ĐŽŶĐĞƌŶƐĂŶĚŝŶĐƌĞĂƐŝŶŐƚŚĞĞǆƚĞŶƚƚŽǁŚŝĐŚĂůůƉĂƚŝĞŶƚƐ ?ŶĞĞĚƐǁĞƌĞĂƐƐĞƐƐĞĚ ? 
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Discussions with service-users about the Community Sisters confirmed that they felt able to discuss 
broad topics and develop strong relationships with them. They valued the approach to the whole person 
rather than immediate clinical needs and the family-focused approach. Outcomes included being able to 
cope better with the illness and to return to a more normal life of activities. Some specific activities, 
such as making treatment recommendations, helping to make difficult decisions and intervening to solve 
problems with other services were reported to be particularly important. 
 
The Macmillan branding of the roles has pros and cons. Whilst the alignment with Macmillan is a 
motivating factor for staff, owing to the support and training opportunities, the public perception of 
Macmillan is associated with end of life care. This created barriers to engagement with patients. 
We explored standards in the times that patients are expected to wait for services. The 62-day pathway 
in England is defined as beginning first definitive treatment following urgent GP referral. This can be 
used as a measure of patient experience, but can also carry financial penalties for Trusts if they do not 
achieve a 62 day pathway. Over the period we collected data for (July 2015-June 2018) the average 
number of people waiting over 62 days was 30 per month. Before the roles were introduced there were 
more than 30 people every month waiting longer than 62 days. We observed a reduction, so that the 
number of long waits was consistently below the average from 3 months after the roles were 
introduced, and at one point dropping below 10 people per month. 
We also produced a forecast of the numbers of attendances at Accident and Emergency (A&E) for 
people with a cancer diagnosis, which showed a month-on-month increase prior to the introduction of 
the new roles. However, after the roles were introduced there was a slight reduction every month. We 
could not find any other reasons for this effect other than the new roles. This suggested that at 21-
months after the new roles, there had been a reduction of about 245 attendances to A&E per month, 
which could be equal to a saving of about £381,850 over the course of the 21 month observation period. 
We conducted a Return on Investment Analysis. If we consider the costs of providing the new roles over 
21 months (investment of £550,509.05) and compare this to the potential savings (returns) from 
reduced A&E attendances (£381,850), reduced missed appointments (£11,189) and savings from the 
time of other members of staff (£184,237), the programme provides a £1.05 return for each £1.00 
invested (£26,768.45). We also calculated that the programme broke even after 13-months, regarding 
the balance of investment to returns. 
Conclusions and recommendations 
The new roles are widely regarded as valuable both in terms of health service efficiency and patient 
experience. We found good quality evidence to support the claim that the new roles helped to provide 
the right care, at the right time, with the right person. The evidence that we gathered from talking to 
people and understanding how the programme might work was supported by the examination of the 
other available data.  
The findings support the further adoption and spread of the CCC roles to other cancer specialties and 
the expansion of the Community Sister roles so that more people, particularly those in more remote 
areas can benefit. The economic evaluation indicates that this should result in further savings across the 
health care system to offset any additional costs in providing the service. There is also potential for the 
roles to take on additional responsibilities to further improve pathways for cancer care and support.  
 xviii 
 
It should be recognised that this was a rapid evaluation, and there were limitations in both the quality 
and type of information available, and therefore the conclusions that can be drawn also have limitations 
and rely on certain assumptions that needed to be made. Whilst we believe that the evaluation presents 
a strong case for the benefits of these roles for a wide range of people and services, they would benefit 
from more in-depth investigation, particularly if there are plans to scale up the programme workstream. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 xix 
 
 
 
 
 
 
 
MAIN REPORT
  
 2 
 
Programme background 
The strategic aim of the programme is to integrate cancer care by promoting patient choice and 
streamlining working practice across the South Tees and Hambleton, Richmondshire & Whitby health 
economy; looking at how all the separate services can work more closely to deliver the right care, in the 
right place, at the right time, by the right professional. 
Background context to the Macmillan Integration of Cancer Care programme 
The Macmillan Integration of Cancer Care programme (MacICC) was established in February 2014 as a 
partnership programme between Macmillan Cancer Support and South Tees NHS Foundation Trust, 
phase 2 of which finished in December 2018. The MacICC Programme was extablished with eight agreed 
workstreams. Phase 1 identified that simplified care pathways, streamlined referral processes and care 
closer to home was needed. Additional funding was secured to support implementations of the 
recommendations; thus the addition of the two roles evaluated in this report. The implementation of 
these two new roles as described below will be referred to as the workstream, for the purposes of this 
report. 
Partnership approach 
The responsibility for the commissioning and provision of cancer care services lies with a number of 
different organisations across the local health economy. Efforts have been made to establish a 
partnership approach to ensure that patient care remains at the heart of service delivery.  
The MacICC Programme Board has secured engagment and representation from the following key 
partner organisations: Macmillan Cancer Support, patient representative board members, Local 
Authorities, Public Health, Voluntary Development Agencies, Teesside Hospice, Haematology,  
Macmillan Lead Cancer Nurse, Macmillan GPs, CCGs, Director of Nursing, Middlesbrough & Stockton 
MIND, as well as the South Tees Strategic Lead for Cancer. The following visual logic models (Figure 1 & 
Figure 2) demonstrate some of the theoretical constructs underlying anticipated outcomes of the roles. 
Background context to the Macmillan Cancer Care Coordinator (CCC) role 
The CCC roles are designed to fill the gap between the health care assistant and a qualified nurse. The 
aim of the role is to provide effective, caring and compassionate services to patients working within a 
multi-disciplinary team (MDT) in a hospital setting to deliver a high standard of care and support to 
patients with cancer. This involves co-ordinating care from referral to the end of treatment and requires 
regular contact with patients. The introduction of the CCC roles were intended to fill gaps in services 
that had been identified around the coordination of care and effective communication with service-
users. It had also been recognised that the wide-range of tasks being performed by qualified clinical staff 
members were limiting the effective use of their skills and experience.  
The role involves liaison with other colleagues and departments in the hospital, signposts patients and 
ensures effective progress along their care pathway. The role in conjunction with the Cancer Nurse 
Specialists (CNS) and Allied Health Professionals (AHPs) is intended to provide coordination of high 
quality patient care through on-going identification of needs, including increasing opportunities for 
conducting Holistic Needs Assessments (HNAs). A HNA covers a range of possible concerns that a PABC 
might have, including physical, emotional, practical, financial and spiritual concerns, which helps in the 
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development of a care plan. The following visual logic model (Figure 1) demonstrates some of the 
theoretical constructs underlying anticipated outcomes of the role. 
Figure 1: CCC visual logic model 
 
Background context to the Community Cancer Care Sisters (Macmillan) role 
The new Community Cancer Care Sister (Macmillan) roles (hereafter referred to as Community Sisters) 
build upon good practice already established and are designed to work across traditional boundaries to 
help support improved working relationships with community health and social care colleagues 
including District Nurses, Community Matrons, GPs and Social Workers, improve skills and knowledge 
and skill sharing between specialists and generalists, prevent silo working and support skill matching 
with other specialist nurses such as Community Macmillan Nurses. The Community Sisters are intended 
to provide holistic, coordinated community care, information and support based on the needs of 
service-users and their families (see Figure 2). 
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Figure 2: Community Sisters visual logic model 
 
Evaluation approaches/methods 
Overall aims and objectives 
The following table summarises the overall aims and objectives of the evaluation. Underlying the aims of 
the evaluation are the key questions identified in the Invitation to Tender (ITT) (see appendix 1). 
Table 1: Overall evaluation plan 
Main aim Aims Objectives 
Assess the 
changes to 
service-delivery 
and the 
experiences for 
people affected 
by cancer that 
can be 
attributed to 
the 
implementation 
of Cancer Care 
Coordinator 
(CCC) and 
Community 
Cancer Care 
Sister 
(Community 
Sister) roles in 
භ Capture insight from the Macmillan 
staff and colleagues on their views of 
the role and understand from their 
perspective the value and contribution 
to patients and to the Trust 
Develop initial programme theory of 
change to understand the types of 
interventions, anticipated benefits and 
rationale for how they might bring about 
these benefits. This will be completed using 
a combination of documentary analysis and 
initial discussions. 
භ Capture and integrate additional 
insight from stakeholders on the value 
and contribution of the Macmillan CCC 
and Community Sisters roles with a 
specific focus on benefits to partners 
Design an initial set of theory-led topics to 
be explored through qualitative 
investigation. 
භ Add to the body of learning on support 
worker roles, particularly Macmillan 
Cancer Care Coordinators and 
Community Sisters, their contribution 
to skill mix and improved outcomes  
Refine and test the logic and assumptions 
of the intervention using qualitative 
interviews and group discussions. 
භ Determine whether these roles have 
supported better integration of 
Identify the current and anticipated main 
users and uses of service-level metrics, and 
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South Tees services from the perspectives of the 
healthcare system, staff and patients 
explore whether the current metrics are 
providing the required information. 
භ Support the programme team to 
analyse the Intervention Matrix data 
and to create a narrative bringing 
available information together 
Assess the suitability of the evidence 
provided by the current Intervention 
Matrix. 
භ Determine whether these roles have 
supported better streamlining of 
services from both a staff and patient 
perspective and improvement of 
patient experiences (from diagnosis 
through to palliative and end of life 
care) 
Explore the ability to monitor the economic 
impact of the programme using current 
metrics, and suggest alternatives if 
appropriate 
 
Methodology 
The evaluation applied a theory-driven (Pawson and Tilley, 1997, Pawson 2013) mixed methods 
approach using a combination of qualitative methods and routinely collected quantitative data. This 
approach allowed us to examine the theories of change defined in the Integrated Cancer Care 
Programme logic and the new Macmillan CCC and Community Sisters roles. The rationale underpinning 
the programme and roles was refined and tested with key stakeholders through conducting face-to-face 
and telephone interviews and group discussions (e.g. focus groups). The evaluation was organised into 
two work packages (qualitative and quantitative) as detailed below: 
 6 
 
Work-packages 
Aims and objectives 
The following table summarises the organisation of the evaluation into both qualitative and quantitative work-packages. Aims and objectives were achieved 
through the application of several approaches, via a series of phases of work. 
Table 2: Evaluation framework 
Work-package & Approach Aims Objectives Phase-one Phase-two Phase-three 
1. Qualitative 
x Logic models 
x Programme theories 
x Current evidence 
x Interviews 
x Focus groups 
Explore the key 
evaluation 
questions 
through 
discussions with 
a range of 
stakeholders, to 
gain a variety of 
perspectives. 
x Develop programme theories to identify 
whether the new roles work, and 
contexts that facilitate or inhibit the 
implementation  
x Examine whether the new roles 
improved patient experience  
x Explore cross-organisational working in 
order to elicit how the roles work in 
conjunction with existing roles such as 
CNS and AHPs 
Develop the 
assumptions 
behind the CCC 
roles and 
Community 
Sisters roles 
Examine 
ƉƌŽĨĞƐƐŝŽŶĂůƐ ?
perspectives 
of the CCC 
roles and 
Community 
Sisters roles 
Understand 
the views of 
patients and 
family 
members 
Phase-Four 
Validation of 
initial findings 
with cancer 
care staff 
Work-package & Approach Aims භ Objectives Phase-one Phase-two Phase-three 
2. Quantitative 
x Costing of the 
intervention in terms of 
staff and operating costs 
x Costing benefits achieved 
(e.g. staff time saved due 
to intervention) 
x Statistical process control 
charts 
x Content analysis 
x Interrupted time series 
  
Use routinely 
collected data 
to assess the 
outcomes of the 
programme and 
the economic 
impact 
x Examine the robustness of the evidence 
on time savings and resource use  
x Explore the usefulness and validity of the 
Intervention Matrix to determine the 
benefit and impact of the programme 
x Provide recommendations to develop 
the existing dashboard to support the 
analysis and understanding of the 
Intervention Matrix  
x Examine the Return on Investment (ROI) 
of the programme to identify whether 
they represent good value for money  
Assess the 
robustness and 
the validity of 
the resource 
use and cost 
data associated 
with the CCC 
and Community 
Sisters roles 
Assess the 
robustness 
and usability 
of the 
Intervention 
Matrix 
Examine the 
Return on 
Investment 
(ROI) of the 
introduction 
of the roles 
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Description of work package 1: Qualitative evaluation 
Phase 1: Developing the assumptions behind the Macmillan CCC and Community Sisters roles 
We developed logic models to describe the context of the implementation, the components of the 
workstream, the process of delivery and implementation of the workstream, the predicted outcomes 
and the impacts of the programme. The theories and assumptions behind the programme were 
generated by conducting a rapid literature review and consulting key stakeholders. The logic model and 
underpinning assumptions were used to generate a series of hypotheses to inform and guide the 
evaluation. These hypotheses were then tested and refined with different stakeholders through 
interviews, focus groups and exploration of routinely collected data. 
The theories developed in this phase were mainly focused on integrated and person-centred approaches 
to cancer care with stress on characteristics of integrated and cross-organisational partnership at 
different levels; including organisational, strategy, operational and delivery levels. The effect of the new 
integrated model on patient care and its impact on the relationship between individual multidisciplinary 
cancer teams and wider health system including CNS and other AHPs were explored. 
WŚĂƐĞ ? PǆĂŵŝŶŝŶŐƉƌŽĨĞƐƐŝŽŶĂůƐ ?ƉĞƌƐƉĞĐƚŝǀĞƐŽĨƚŚĞ Macmillan CCC and Community Sister roles 
Focus 
The theories formulated in phase 1 were validated and assumptions tested in phase 2 using interviews 
(face-to-face and telephone interviews) and focus groups with stakeholders. We examined the 
stakeholders ? understanding of the purpose and nature of the new roles and whether the new roles 
promoted an integrated and person-centred approach to cancer care. The barriers and facilitators to the 
development and implementation of the roles were examined within the larger context of 
implementation including their relationships with the other multidisciplinary cancer teams and what 
difference the roles made to the wider health system. We also explored benefits of the new roles in 
terms of quality, cost and time saved for other staff, their impact on the journey of a cancer patient, and 
to what extent the new roles meet the strategic direction of travel for cancer, and any plans to maintain 
the roles for future cancer care. 
Participants 
A purposeful sampling strategy was used to recruit a range of stakeholders who were involved in design, 
implementation and delivery of the new roles at a range of levels as well as those affected by the 
programme and the new roles in terms of team working and decision making. Fifteen individual 
telephone interviews were conducted with a range of staff and health professionals including the CCCs, 
CNSs (different site specific specialist nurses including Neuro-oncology, prostate cancer, UGI, and lung 
cancer), information centre staff, Palliative nurse specialists, and AHPs. A focus group was carried out 
with two Community Sisters.  Another focus group was carried out with three CCCs and a one-to-one 
interview was conducted separately with one CCC who was not able to participate in the focus group. 
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Data collection 
Interviews and focus groups explored the new roles and how they are perceived. The interviews also 
focused on understanding the impact of the new roles on work environment and the barriers and 
facilitators to the successful implementation. Interviews were conducted using an interview guide 
informed by the theories and assumptions generated in phase 1. Interviews were audio recorded and 
transcribed verbatim. A theoretical data collection approach was used in which the emerging themes 
from the interviews were explored further in follow-up interviews and focus groups.  
Phase 3: Understanding the views of patients and family members 
Focus 
Towards the end of the evaluation, in phase 3 we examined ƉĂƚŝĞŶƚƐ ĂŶĚ ĐĂƌĞƌƐ ? ƉĞƌƐƉĞĐƚŝǀĞƐ ĂďŽƵƚ
their experiences of the new roles ?WĂƌƚŝĐŝƉĂŶƚƐ ?understanding of the nature and purpose of the new 
roles and the benefits of these roles was explored. The focus group was intended to explore patient and 
ĨĂŵŝůǇŵĞŵďĞƌƐ ?ĞǆƉĞƌŝĞŶĐĞƐĂŶĚŽƉŝŶŝŽŶƐŽĨƚŚĞƌŽůĞƐ ?ĂŶĚƚŽƉƌŝŵĂƌŝůǇĂŶƐǁĞƌƚŚĞĨŽůůŽǁŝŶŐƋƵĞƐƚŝŽŶs: 
x All things considered would patients like to see these posts remain? 
x Do patients understand the nature and purpose of these roles? 
Participants 
Three service-users attended a focus group session and one of the service-users was accompanied by 
her daughter. Unfortunately, the service-users only had experience of cancer services without CCC 
posts, and in the time available it was not possible to arrange further purposive recruitment. So the 
evaluation was not able to gain insight into patient experience with CCCs. However, participants had 
mixed experiences of the Community Sisters). One of the respondents (SU1) had been in contact with 
three Community Sisters, but they had shortly stopped visiting due to maternity leave and sickness. The 
other two service-users (SU2 & SU3) had experienced Community Sisters throughout their treatment 
and recovery, which provided a useful contrast and an insight into differences experienced by access to 
these services. SU3 was accompanied by her daughter (DoSU3). 
Key themes covered during the discussion included; the types of support and topics of conversation 
provided by the Community Sisters, coverage of the service, service-ƵƐĞƌƐ ? ŶĞĞĚƐ ? ƉĞƌĐĞƉƚŝŽŶƐ ŽĨ ƚŚĞ
roles, relationships with the Community Sisters and outcomes as a consequence of receiving support. In 
the following quotes the name of the specific Community Sister is replaced by [CCCSis]. 
Data collection 
The topic guide for the focus group with PABC was developed from the logic model and emerging 
programme theory. The session was audio recorded and transcribed verbatim.  
Phase 4: Validation session 
We also conducted a validation session with a wide range of cancer services staff members, including 
CCCs, Community Sisters and CNSs to explore their opinions about the preliminary findings, check facts 
and identify any areas of further exploration. The validation session with cancer services staff involved 
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group exercises and the presentation of interim findings; with ongoing group discussion to confirm and 
refine findings, check facts and identify any areas of further exploration. Contemporaneous notes and 
outputs from the group exercises were collected and used to guide changes to the final stages of the 
evaluation (such as agreeing on service costs to include in the final report and how they should be 
described and incorporated). 
Consideration of any ethical and other research governance issues 
The protocol and associated documentation were reviewed by the University of Sheffield Research 
School of Health and Related Research (ScHARR) Ethics Review process.  This involved consideration by 
two ethical reviewers, discussion at the ScHARR ethics committee and subsequent amendments to the 
process, documentation and protocol as requested. Informed consent procedures were used for the 
collection, use and storage of primary data. The evaluation was assessed as a service evaluation project, 
not requiring NHS ethics permissions and was registered with South Tees Hospitals NHS Foundation 
Trust. 
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Findings 
Work package 1: Qualitative evaluation findings 
The following section summarises the findings from the interviews and focus groups. Additional 
supporting quotes are provided in appendix 4. 
The findings have been organised into the following 10 main topics: 
x Topic 1: Understanding and implementation of the CCC role 
x Topic 2: CCC Connection with other services 
x Topic 3: CCC Impact 
x Topic 4: Sustainability of the CCC roles 
x Topic 5: Understanding of the Community Sister role 
x Topic 6: Community Sister connection with other services 
x Topic 7: Community Sister impact 
x Topic 8: Implementation of the Community Sister roles 
x Topic 9: Sustainability of the Community Sister roles 
x Topic 10: Patient Experiences of Community Sister Roles 
 
Topic 1: Understanding and implementation of the CCC role 
Overview 
Participants discussed mainly how the CCC role had a positive impact on different aspects of cancer care 
in acute as well as in community setting, and how it has allowed CNSs to change the focus of their roles. 
The role was considered to be particularly attractive for a number of reasons, including access to 
Macmillan training and support and being holistic and patient-facing. The tasks and responsibilities 
involved in the CCC role are dependent on the characteristics of the team they are working with. Hence, 
each role is somewhat unique and is tailored to meet the needs and requirements of services for 
particular cancer sites. The roles continue to evolve in line with changing needs and development of 
individual competencies. 
Findings in this section are organised into the following themes: 
x Motivational factors 
x Helping CNS 
x Patient-focused 
x A holistic approach 
x Role boundaries 
x Evolution and clarity of the CCC role 
x Macmillan-branded role 
x Patient perception of the role 
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Motivational factors 
The CCCs were particularly motivated to work in cancer services, despite the roles being fixed-term 
posts. The prospect of having contact with patients and providing support was also a motivating factor. 
Being a Macmillan post with the associated training, professional development and support was also a 
factor that attracted the CCCs to the post. 
  “/ ?ǀĞŐŽƚĞǆƉĞƌŝĞŶĐĞŽĨĂůƌĞĂĚǇǁŽƌŬŝŶŐ ŝŶŽŶĐŽůŽŐǇ ?/ƚŚŝŶŬƚŚĂƚ ?ƐǁŚĞƌĞŵǇƉĂƐƐŝŽŶǁĂƐĂŶĚ
/ ?ǀĞŐŽŶĞƚŽŵĞŶƚĂůŚĞĂůƚŚĂŶĚ/ǁĂŶƚƚŽĐŽŵĞďĂĐŬŝŶƚŽĐĂŶĐĞƌ ? ? ?ĨŽĐƵƐgroup) 
 “/ƚǁĂƐĂďŝŐƌŝƐŬŐŽŝŶŐĨƌŽŵĂƉĞƌŵĂŶĞŶƚƉŽƐƚƚŽĂĨŝǆĞĚƚĞƌŵĨŽƌ ? ?ŵŽŶƚŚƐ  ?. It was just the 
risk I wanted to take, so I got more patient contact  ? and cancer it's just something you just 
want to be helping with and supporting people and it was tŚĞďĞƐƚ ƌŝƐŬ / ?ǀĞƚŽŽŬ ? ? (CCC focus 
group) 
  “ ? it did attract me that it was a Macmillan post, and because of the development that you can 
get in there, and its experience and what you can learn from that. If I was just working on the 
ǁĂƌĚ ?/ĚŽŶ ?ƚŬŶŽǁŝĨ I would get that same ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
Helping CNS 
The CCCs had a strong focus on the value of their role in alleviating pressure from the CNSs, to free them 
up for more advanced clinical duties 
 “/ƚ ?Ɛ ďĞĞŶ ũƵƐƚ ůŝŬĞ Ă ƐƉĞĐŝĂůŝƐƚ ŶƵƌƐĞ ŝƐ Ă ƋƵĂůŝĨŝĞĚ ƉĞƌƐŽŶ ǁŚŽ ƐŚŽƵůĚŶ ?ƚ ďĞ ŶŝƉƉŝŶŐ ĂůŽŶŐ ƚŽ
ƌĂĚŝŽůŽŐǇ ƚŽŐĞƚĂdƐĐĂŶďƌŽƵŐŚƚ ĨŽƌǁĂƌĚŽƌǇŽƵŬŶŽǁ ?ƚĂůŬŝŶŐ ƚŽ ƐŽŵĞŽŶĞďĞĐĂƵƐĞ ƚŚĞǇ ?ƌĞ
ũƵƐƚ ůŽŶĞůǇ ? / ŵĞĂŶ ƚŚĞǇ ĚŽ ƚŚĂƚ ďƵƚ ƚŚĞƌĞ ?Ɛ Ă ůŽƚ ŽĨ ŵĞĚŝĐĂů ƚŚŝŶŐƐ ƚŚĂƚ ƚŚĞǇ ŚĂǀĞ ƚŽ ĚŽ ĂŶĚ
ƚŚĂƚ ?ƐƐŽƌƚŽĨǁŚĞƌĞǁĞƐƚĞƉŝŶĂƐǁĞůů ?ŝƐŶ ?ƚŝƚ ? ?(CCC focus group) 
Patient-focused 
The CCCs valued the continuity of care that they were able to provide, to prevent patients from having 
ƚŽ ƌĞƉĞĂƚ ƚŚĞŝƌ ƐƚŽƌŝĞƐ ĂŶĚ ƚŽ ĐƌĞĂƚĞ Ă  ‘ĐŽŶŶĞĐƚŝŽŶ ǁŝƚŚ ƚŚĞŵ ? ?This relationship continued after 
treatment had formally concluded.  
 “ ?ŽǀĞƌƚŚĞƉĂƚŚǁĂǇŽĨƚŚĞƉĂƚŝĞŶƚƚŚĂƚďĞĐĂƵƐĞŝƚ ?ƐĂůǁĂǇƐǇŽƵƚŚĂƚ ?ƐĂƌŽƵŶĚ ?ƚŚĞǇĚŽŶ ?ƚŚĂǀĞ
to tell their whole story to everybody. That they have that bond with you and you learn about 
the family and stuff right the way ƚŚƌŽƵŐŚĂŶĚŽŶĐĞƚŚĞǇ ?ǀĞĞǀĞŶ ? ďĞĞŶĚŝƐĐŚĂƌŐĞĚ ?ƚŚĞǇ ?ůůƐƚŝůů
contact you just for general things ?ǇŽƵŚĂǀĞƚŚĂƚĐŽŶŶĞĐƚŝŽŶǁŝƚŚƚŚĞŵ ? ?(CCC focus group) 
 “/ ?ǀĞƐƚĂƌƚĞĚĂĨŽůůŽǁƵƉŶŽǁ ?ƐŽƚŚĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞƐĚŽŶ ?ƚŶĞĞĚƚŽĚŽƚŚĂƚŶŽǁ ?^Ž ?/ ?ůůĐŚĂƐĞ
theŵƵƉĂĨƚĞƌǁĂƌĚƐĂŶĚũƵƐƚƐĞĞŚŽǁƚŚĞǇ ?ƌĞĚŽŝŶŐĂŶĚŝĨƚŚĞƌĞ ?ƐĂŶǇƚŚŝŶŐǁĞĐŽƵůĚŚĞůƉƚŚĞŵ
ǁŝƚŚ ?^Ž ? ŝƚ ?ƐĂĨƚĞƌ ƌĞĂůůǇ ƚŚĞǇ ?ǀĞŚĂĚƚŚĞƚƌĞĂƚŵĞŶƚ ?ƐŽƚŚĂƚ ?ƐĂůů ŚĞ ǁĂǇƚŚƌŽƵŐŚ ? ?(CCC focus 
group) 
The information gained through the development of a relationship with the patient was something that 
one respondent considered they could pass on to Community Sisters and palliative care services, to 
assist them in being more patient-focused. 
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 “/ƚŚŝŶŬǁĞĂƌĞŽĨƐŽŵĞďĞŶĞĨŝƚŝŶĂǁĂǇwe know this patient from start  ? When we're referring 
to Community Sisters ?or to palliative care, we can give that little bit more ? you tell them the 
ĚŝĂŐŶŽƐŝƐ ? ďƵƚ ǇŽƵ ĐĂŶ ƐĂǇ ?  ‘KŚ ? ǇŽƵ ŬŶŽǁ ŚĞ ?Ɛ ŐŽƚ Ă ĚŽŐ ĐĂůůĞĚ ^ƉŽƚ ĂŶĚ ŚĞ ?Ɛ ǁŝĨĞ ?Ɛ ŝŶ Ă
ǁŚĞĞůĐŚĂŝƌ ? ?/ƚ ?ƐũƵƐƚƚŚŽƐĞůŝƚƚůĞƚŚŝŶŐƐƚŚĂƚǁĞ ?ǀĞƉŝĐŬĞĚƵƉ ?ŝƚ ?ƐũƵƐƚĂďŝƚŵŽƌĞŽĨĂŶŝŶƐŝŐŚƚ ? 
not just an NHS number ? where you think it might be petty and not necessary, but to us it is. 
ƐƉĞĐŝĂůůǇǁŚĞŶƚŚĞǇ ?ƌĞƐĂƚŝŶĐůŝŶŝĐĂŶĚǇŽƵƐĂǇ ? ?,Žǁ ?ƐƐƉŽƚĚŽŝŶŐ ?/ƐŚĞďĞŝŶŐĂůŝƚƚůĞƚĞƌƌŽƌ ? ? ? 
ŝƚ ?ƐũƵƐƚƚŚĂƚůŝƚƚůĞďŝƚĞǆƚƌĂƚŽƵĐŚ ?ƐŽƚŚĞǇĨĞĞůůŝŬĞƚŚĞǇŬŶŽǁƚŚĞŵǁŚĞŶƚŚĞǇŐŽĂŶĚƐĞĞƚŚĞŵ ?
So I ƚŚŝŶŬǁĞ ?ƌĞĂŚĞůƉ ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
They also valued the assistance that they could provide in coordinating care and speeding up the 
ƉĂƚŝĞŶƚ ?ƐŝŶǀĞƐƚŝŐĂƚŝŽŶƐĂŶĚƚƌĞĂƚŵĞŶƚƐ ? 
  “/ƚŚŝŶŬŽƵƌƌŽůĞĂůƐŽŚĞůƉƐƚŽƉƵƐŚƚŚĞƉĂƚŝĞŶƚƚŚƌŽƵŐŚŽƵƚthe pathway more quickly because 
obviously we can track ? / ?ůůŐŽŐĞƚƚŚĞDZ/ ?ďƌŝŶŐŝƚĨŽƌǁĂƌĚ ?ƉŽƉĚŽǁŶĂŶĚƐĞĞƚŚ ĚĞƉĂƌƚŵĞŶƚ ? ?
dŚĞǇ ǁŝůů ƐĂǇ ?  ‘zĞĂŚ ? ďƌŝŶŐ ƚŚĞŵ ĚŽǁŶ ĂŶĚ ǁĞ ?ůů ŐĞƚ ƚŚĞŵ ŝŶ ƐƚƌĂŝŐŚƚ ĂǁĂǇ ? ŝŶƐƚĞĂĚ ŽĨ ƚŚĂƚ
patient waiting two days or three days for their inveƐƚŝŐĂƚŝŽŶƐ ?EŽƚƚŚĂƚŝƚ ?ƐũƵƐƚĂďŽƵƚƚƌĂĐŬŝŶŐ
ƚŚĞƉĂƚŝĞŶƚ ?ŝƚ ?ƐĂďŽƵƚƚŚĞĐĂƌĞŽĨƚŚĞƉĂƚŝĞŶƚ ? ?(CCC focus group) 
A holistic approach 
Holistic Needs Assessment (HNA), long-term follow-up and involvement in coordinating wellbeing 
interventions were seen as key aspects of the role. 
 “dŚĞƉƌŽƐƚĂƚĞƉĂƚŝĞŶƚƐĂƌĞŽĨĨĞƌĞĚĂŚŽůŝƐƚŝĐŶĞĞĚƐĂƐƐĞƐ ŵĞŶƚĂƚƚŚĞƚŝŵĞŽĨĚŝĂŐŶŽƐŝƐ ?dŚĂƚ ?Ɛ
followed up after post-surgery or post-treatment with the specialist nurse. We also have our 
patients that are followed up for 10 years, so that's quite a long time. We have, like this morning 
we had the wellbeing programme with a prostate surgical patient which is a six-week 
ƉƌŽŐƌĂŵŵĞƌƵŶďǇŽƵƌƐƵƌǀŝǀŽƌƐŚŝƉŶƵƌƐĞ ?^Ž ?/ ?ŵƋƵŝƚĞ ŶǀŽůǀĞĚŝŶƌĞĐƌƵŝƚŝŶŐƚŚĞƉĂƚŝĞŶƚƐĂŶĚ
attending the sessions which has been running for three years and is extremely popular. So, all 
ĂůŽŶŐƚŚĞǁĂǇƚŚĞǇŚĂǀĞƚŚĞŚŽůŝƐƚŝĐŶĞĞĚĂƐƐĞƐƐŵĞŶƚ ? ?(CCC focus group)  
Rather than conducting formal HNAs in a single sitting, the CCCs used the various contact opportunities 
with patients to glean important information from the patient and add this to their records for 
assessment regarding the care plan by CNSs. Importantly, it was recognised that having these 
conversations with patients would elicit information that the CCC would not be qualified to deal with. It 
is therefore important to have clear boundaries regarding the limitations of responsibilities of the role. 
 “tŝƚŚŽƵƚ ƌĞĂůŝƐŝŶŐ ƐŽŵĞƚŝŵĞƐ ? ǇŽƵ ĂƌĞ ĚŽŝŶŐ Ă ŚŽůŝƐƚŝĐ ŶĞĞĚƐ ĂƐƐĞƐƐŵĞŶƚ ŽĨ Ă ƉĂƚŝĞŶƚ ŽŶ ƚŚĞ
phone ? even though you not going through a checklist  ? we record it all on our hospital 
system.. ?dŚĞŶŵǇE^ĐĂŶƐĞĞƚŚĂƚĐŽŶǀĞƌƐĂƚŝŽŶ/ ?ǀĞŚĂĚ ?^Ž ?ŝĨŚĞƌŝŶŐƐĂŐĂŝŶƐŚĞĐĂŶůŽŽŬĂƚ
ůŝŬĞ ƚǁŽ ĚĂǇƐĞĂƌůŝĞƌ / ?ǀĞ ŚĂĚ ƚŚŝƐ ĐŽŶǀĞƌƐĂƚŝŽŶ ?she can see from that if anything sets alarm 
ďĞůůƐŽĨĨŽƌǁĞŬŶŽǁŝƚ ?ƐĂďŽǀĞŽƵƌůĞǀĞůŽĨŽƵƌũŽďƌŽůĞ ?tĞƚŚĞŶŽďǀŝŽƵƐůǇƐĂǇǁĞ ?ůůĐŽŵĞďĂĐŬ
ƚŽǇŽƵĂŶĚƉĂƐƐŝƚŽǀĞƌƚŽƚŚĞE^ƚŽƚĂŬĞŝƚƵƉ ? ?(CCC focus group) 
 “/ƚ ?ƐůŝŬĞĂĐŽŶƚŝŶƵŽƵƐƚŚŝŶŐ ?ƚŚĞŚŽůŝƐƚŝĐŶĞĞĚƐ ?We don't do an official document.  /ǁŽƵůĚŶ ?ƚŐŽ
ŝŶĂŶĚĚŽĂŚŽůŝƐƚŝĐ ?ƐŽŝƚ ?ƐƐŽŵĞƚŚŝŶŐƚŚĂƚǁĞĚŽĐŽŶƚŝŶƵŽƵƐůǇ ? ?(CCC focus group) 
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However, it was felt that it is difficult to assess the value of the role, owing to this holistic focus on 
quality of care.  
 “,ŽůŝƐƚŝĐŶĞĞĚƐĐŽǀĞƌƐĂůŽƚŽĨ things not just medical terms, obviously the emotional state, the 
ĨŝŶĂŶĐŝĂůƐƚĂƚĞ ?ǇŽƵŬŶŽǁ ?ŚŽǁƚŚĞǇ ?ƌĞŐĞƚƚŝŶŐŽŶǁŝƚŚƚŚĞ ĨĂŵŝůǇĂŶĚƚŚĞĐŚŝůĚƌĞŶ ?^Ž ? ŝƚĚŽĞƐ
ĐŽǀĞƌĂůŽƚ ? ?(CCC focus group) 
Role boundaries 
As discussed above, establishing and maintaining the boundaries of the new roles was an important 
aspect of the development of the posts.  
 “ĞĐĂƵƐĞ ǇŽƵ ?ƌĞ ŶŽƚ Ă ƐĞĐƌĞƚĂƌǇ ? ǇŽƵ ?ƌĞ ŶŽƚ Ă ƚƌĂĐŬĞƌ ? ǇŽƵ ?ƌĞ ŶŽƚ Ă ŶƵƌƐĞ ? ǇŽƵ ?ƌĞ ŶŽƚ Ă
healthcare assistant and you know those boundaries that you don't do those ũŽďƐďĞĐĂƵƐĞƚŚĂƚ ?Ɛ
ƐŽŵĞďŽĚǇĞůƐĞ ?ƐƚŽĚŽ ? ?(CCC focus group) 
However, it was assumed that patients did not have problems making the distinction between the CCC 
roles and the nursing staff.  
 “^Ž ŝƚ ?ƐĂďŽƵƚŬŶŽǁŝŶŐǇŽƵƌƌĞƐƚƌŝĐƚŝŽŶƐĂŶĚŬŶŽǁŝŶŐǁŚĞƌ ƚŚĂƚ ?s got to be the medical team 
that take over because we're not actually nurses ? ŝƚ ?ƐƋƵŝƚĞƐŝŵƉůĞĨŽƌƚŚĞƉĂƚŝĞŶƚƚŽƐĞĞǁĞ ?ƌĞ
ŶŽƚŶƵƌƐĞƐ ?tĞ ?ƌĞƚŚĞƌĞƚŽŚĞůƉƚŚĞŵĂƐĂůĂǇƉĞƌƐŽŶƌĞĂůůǇ ? ?(CCC focus group) 
It was also recognised that colleagues might take some time to gain trust in the new roles and to 
understand what activities the CCCs are able to perform. This was one of the ways in which the roles 
developed differently in each different setting. Particularly in the early stages of the role development it 
was important that the activities of the CCCs were monitored to maintain appropriate role boundaries. 
 “dŚŝƐŝƐĂŶĞǁƉŽƐƚǁŽƌŬŝŶŐǁŝƚŚƐƉĞĐŝĂůŝƐƚƉĞŽƉůĞƚŚĂƚŚĂǀĞďĞĞŶŝŶƉŽƐƚĂƐƐŝŶŐůĞƉƌĂĐƚŝƚŝŽŶĞƌƐ
since the onset, and I think sometimes it's very difficult for them to trust you to do the job 
basically. So, for me personally, I think it's gaining that trust from the people that you work with, 
ƚŚĂƚ ƚŚĞǇ ĂƌĞ ĂďůĞ ƚŽ ƐĂǇ ?  ‘zĞĂŚ ? ƐŚĞǁŝůů ďĞ ĂďůĞ ƚŽĚŽ ƚŚĂƚ ? / ?ůů ůĞĂǀĞ ƚŚĂƚ ƐŽ ƚŚĞ ĐĂŶĐĞƌ ĐĂƌĞ
ĐŽŽƌĚŝŶĂƚŽƌĐĂŶĚŽƚŚĂƚ ? ?ĂŶĚƚƌƵƐƚǇŽƵƚŽĚŽŝƚ ?ĂŶĚƚŚĂƚƚĂŬĞƐĂůŝƚƚůĞďŝƚŽĨƚŝŵĞĂŶĚĂůƐŽƚŽďĞ
able to fit in with the team, you know. We are in teams with all different people so you've got to 
be able to fit in witŚƚŚĞŵ ? ?(CCC focus group) 
 “^ŽŵĞ ŽĨ ƚŚĞƐĞ E^Ɛ ŚĂǀĞ ďĞĞŶ ŽŶ ƚŚĞŝƌ ŽǁŶ ĨŽƌ ƐŽ ůŽŶŐ ? ĂŶĚ ŝƚ ŚĂƐ ďĞĞŶ ŚĂƌĚ ƚŽ ŝŶǀŝƚĞ
someone into their space, but I think they do value your opinion and listen to what you have to 
say ?  But they do protect us as well to make sƵƌĞǁĞ ?ƌĞŶŽƚĚŽŝŶŐƐŽŵĞƚŚŝŶŐƚŚĂƚǁĞƐŚŽƵůĚŶ ?ƚ
be doing, which is a really good thing on their part just making sure we are not over stepping or 
ĚŽŝŶŐƐŽŵĞŽŶĞĞůƐĞ ?ƐũŽď ? ?(CCC focus group) 
Participation in MDTs was a key mechanism through which the new roles were better understood and 
the CCCs became appropriately involved in the work of the service. 
 “/ ƚŚŝŶŬ ƉĞŽƉůĞ ĚŽ ƵŶĚĞƌƐƚĂŶĚ ǁŚĂƚ ǁĞ ĂƌĞ ĂďŽƵƚ ? dŚƌŽƵŐŚ ƚŚĞDd ? ƚŚĞ ƌŽůĞ ŝƐ ƵŶĚĞƌƐƚŽŽĚ
ƚŚƌŽƵŐŚƚŚĞDdŵĞĞƚŝŶŐ ? ?(CCC focus group)  
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Evolution and clarity of the CCC role 
dŚĞ ŵĂŝŶ ĐŚĂůůĞŶŐĞƐ ĨĂĐŝŶŐ ďŽƚŚ ƌŽůĞƐ ĂƌĞ ŽƚŚĞƌƐ ? ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ ƌŽůĞ ŝŶĐůƵĚŝŶŐ ŚĞĂůƚŚ
ƉƌŽĨĞƐƐŝŽŶĂůƐĂŶĚƉĂƚŝĞŶƚƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞƌŽůĞƐ ?&ŽƌƚŚĞƐƚŚĞƌĞŚĂƐďĞĞŶĂƉƌŽĐĞƐƐŽĨƚĂŝůŽƌŝŶŐ
the role to each of their unique contexts, and the need to maintain the alignment of role expectations 
and competencies.   
At least initially, the CCCs role was reported to be liable to be confused with administrator roles, MDT 
roles and nursing roles. The role benefits from clear management, to describe it in detail and inform 
colleagues about expectations of the role.  
The roles had evolved over time (for instance taking responsibility for deadlines regarding transmission 
of information), and still had capacity to develop (e.g. in some clinical assessment tasks); demonstrating 
a potential for formal career development opportunities, which were not built into the roles from the 
outset. The CNS participants believed that the role involves a mix of responsibilities including running all 
ƚŚĞ  “ďĂĐŬ ŽĨ ŚŽƵƐĞ ĂƵĚŝƚƐ ? ƐƵch as collecting data, answering phone calls and responding to them, 
triaging the patients including looking into blood tests and collecting data for audits, ensuring audits are 
up to date, doing the admin work to free time for clinical work, tracking patients and ensuring they are 
on the correct pathway, and dealing with GPs and other health care professionals.  
Macmillan-branded role  
Whilst the CCCs saw that there were advantages with the association of the role with Macmillan cancer 
support, the Macmillan branding was reported to create barriers and concerns in dealing with patients, 
owing to the connection with end of life care. They found that they either tried to hide their badge or 
explain to the patients that they were not providing end of life care. This public perception problem was 
noted as a strong theme of the evaluation. 
  “/ƚŚŝŶŬĂůŽƚŽĨƉĂƚŝĞŶƚƐǁŚĞŶƚŚĞǇƚŚŝŶŬŽĨDĂĐŵŝůůĂŶƚŚŝŶŬŽĨ ‘ĞŶĚŽĨůŝĨĞ ? ? ?(CCC focus group) 
 “^Ž ?ŝƚǁĂƐƐĐĂƌǇĂƚĨŝƌƐƚǁŚĞŶǇŽƵǁĞƌĞŐŽŝŶŐŝŶƚŽĐůŝŶŝĐ ?zŽƵƵƐĞĚƚŽŚĂǀe to hidĞǇŽƵƌďĂĚŐĞ ? 
ƚŚĞǇ ?ĚďĞůŝŬĞ ? ‘KŚŐŽĚ ?/ŚĂǀĞŶ ?ƚďĞĞŶƚŽůĚĂŶǇƚŚŝŶŐďƵƚƚŚĞǇ ?ǀĞĂůƌĞĂĚǇŐŽƚĂDĂĐŵŝůůĂŶƉĞƌƐŽŶ
here and it freaked them out.  So ? ǇŽƵ ?ǀĞŐŽƚƚŽũƵĚŐĞĂůůƚŚĂƚ ? ?(CCC focus group) 
  “/ ƚŚŝŶŬ ǁŚĞŶ ǁĞ ƐƚĂƌƚĞĚ ĐůŝŶŝĐƐ  ? we made it a point to say we are Macmillan because 
Macmillan funded this  ?  ǁĞƚƌǇƚŽŵĂŬĞŝƚĐůĞĂƌŝƚ ?ƐŶŽƚƚŚĞ ‘ĞŶĚŽĨůŝĨĞ ?ƉĂƌƚŽĨDĂĐŵŝůůĂŶ ? So, 
ƚŚĂƚǁĂƐĂŶŽƚŚĞƌƉŽŝŶƚ ƚŽ ƚƌǇ ƚŽŐĞƚĂĐƌŽƐƐ ?ǁŚǇǁĞ ?ǀĞŐŽƚ ƚŚĞDĂĐŵŝůůĂŶďĂĚŐĞ ? ?(CCC focus 
group) 
Patient perception of the role 
Regarding the perception of how the CCC role is received by patients; there was an assumption that 
they would not necessarily know the difference between the roles. However, one respondent stated 
that the roles of the CCCs are clearly understood by patients. This aspect of the patient understanding of 
the role would benefit from further investigation. It was assumed that patients would be happier if their 
call was answered by a person rather than an answering machine, which would often be the alternative. 
Generally the role was assumed to help the patients feel supported, satisfied and reassured, and to 
prevent frustrations due to communication and coordination problems.  
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Topic 2: CCC Connection with other services 
Overview 
The CCCs valued the initial period of training and induction, particularly the understanding of and 
relationships with a wide range of services. The CCCs have developed connections with AHPs through 
picking up work that they were having problems completing and introducing new deadlines for 
transferring assessment information. Being able to focus on personal relationships with other service 
providers facilitates a more rapid service provision. An understanding of cancer pathways (through 
experience and training) helps CCCs to negotiate with members of staff to advocate for improved 
services for patients. This section is organised into the following themes:  
x Connection with AHPs 
x Connection with the community 
x Knowledge of available services 
x Knowledge of the pathway including the negative impact of delays on patients 
Connection with AHPs 
The integration of the CCC roles with AHPs was assisted by picking up work that existing members of 
staff did not have time to complete. For instance CCCs have taken over maintaining databases and 
ensuring that deadlines are set and achieved.  
 “/ŚĞůĚĂŵĞĞƚŝŶŐůĂƐƚǁĞĞŬǁŝƚŚƐŽŵĞŽĨƚŚĞĂůůŝĞĚŚĞĂůƚŚƉƌŽĨĞƐƐŝŽŶĂůƐďĞĐĂƵƐĞƚŚĞǇ ?ǀĞŐŽƚĂ
database of all of the patients that are pre- and post- surgery that they see ? it was the physios 
ƚŚĂƚǁĞƌĞůŽŐŐŝŶŐĂůůŽĨƚŚĂƚ ?dŚĞǇĚŝĚŶ ?ƚŚĂǀĞƚŝŵĞ ?ƚŚĞǇ ?ƌƐŽďƵƐǇĂŶĚƐŽ/ŚĂǀĞƚĂŬĞŶŽǀĞƌƚŚĞ
database ?. So, I held a meeting last week with the psychologists and the other allied health 
ƉƌŽĨĞƐƐŝŽŶĂůƐďĞĐĂƵƐĞƚŚĞƌĞǁĞƌĞƉĂƚŝĞŶƚƐ ?ŶŽƚĞƐƚŚĂƚŚĂǀĞ sat there for months and they were 
results that hadn't been sent to the consultants. That is purely because they were just so bogged 
down ? So now, part of my role is to keep on top of that database. So, I've asked last week if we 
can start to give deadlines when the results get given to the consultants ? ^ŽǁĞ ?ǀĞŐŽƚĂǁĞĞŬ ?Ɛ
ƚƵƌŶŽǀĞƌĂŶĚŶŽǁŝƚ ?ƐǁŽƌŬŝŶŐ ? ?(CCC focus group) 
Integration with AHPs has been assisted by conducting pre-and post-surgery discussions with patients 
and helping to manage aspects of ongoing support such as ordering equipment, particularly when AHPs 
are too busy to respond quickly. This is another way in which the CCCs help to provide a faster service to 
patients and support improvements in patient care.  
 “I'm also involved in the inter-disciplinary team, so I'm linking with a psychologist, the 
occupational therapists, physio and speech and language therapist service. So, every 
tĞĚŶĞƐĚĂǇĂŶĚdŚƵƌƐĚĂǇǁĞƐĞĞƉĂƚŝĞŶƚ ?ƐƉƌĞ-surgery and post-surgery.  Then we see how they 
are doing at home, if there's anything that we could help with. So, I have a lot to do with that 
ĂƐƉĞĐƚ ?ďĞĐĂƵƐĞĞƐƉĞĐŝĂůůǇŝĨǇŽƵƌƉŚǇƐŝŽŽƌKd ?ƐďƵƐǇŽŶƚŚĞǁĂƌĚ ?ƚŚĞǇŵŝŐŚƚƐĂǇ ? ‘KŚ[x], could 
ǇŽƵŐŽŽƌĚĞƌƚŚĞŵĂǁŚĞĞůĐŚĂŝƌ ? ? ?Žƌ ‘ĐĂŶǇŽƵũƵƐƚŐŽĚŽƚŚŝƐĨŽƌŵĞ ?ĚŽƚŚĂƚ ĨŽƌŵĞ ? ?^Ž ?/ƚŚŝŶŬ
ŝƚĚŽĞƐƚĂŬĞĂůŽƚŽĨǁŽƌŬůŽĂĚŽĨĨƚŚĞŵĂƐǁĞůů ? ?(CCC focus group) 
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Connection with the community  
Connections between CCCs and community services were facilitated by going out to meet community 
service providers during their induction. It was also recognised that this relationship could help with the 
sustainability of these community services, so it was felt that they had a symbiotic relationship. 
 “dŚĂƚǁĂƐ ƚŚĞǁŚŽůĞ ƚŚŝŶŐǁŚǇǁĞĚŝĚŽƵƌ ŝŶĚƵĐƚŝŽŶ Ăƚ ƚŚĞƐƚĂƌƚ ƚŽŐĞƚŽƵƚ ƚŚĞƌĞ ?Obviously 
discussing with our CNS as appropriate, but they have allowed us to make referrals to the 
holistic centre, social services, the exercise program in the council, and by going out there and 
meeting these people personally it's really helped ... We bring these community people in to talk 
to our patients to help promote it because a lot of them are funded and volunteer sector, so we 
ŚĞůƉƉƌŽŵŽƚĞƚŚĞŵƐŽƚŚĞǇĐĂŶŬĞĞƉŐŽŝŶŐĂƐǁĞůů ? ?(CCC focus group) 
Knowledge of available services 
The CCCs discussed visits to other services, and awareness-raising about other services during their 
induction and training. The results of this were recognised in reports of CCCs regularly referring patients 
to a wide variety of services, such as financial benefits, social servicĞƐ ?ĐĂƌĞƌƐ ?ƐĞƌǀŝĐĞƐ ?ƚŚĞDĂĐŵŝůůĂŶ
information centre, the hospice etc. In fact it was reported to be one of the aspects of the role that CCCs 
particularly enjoyed. Making relationships with people from other services and having a good 
understanding of available services ŚĞůƉĞĚƚŚĞƐƚŽƌĞƐŽůǀĞƉĂƚŝĞŶƚƐ ?ŝƐƐƵĞƐĂŶĚappropriately attend 
to their needs in an informed fashion. 
 “/ƚŚŝŶŬĨƌŽŵƚŚĞŽŶƐĞƚǁĞŐŽƚƌĞĂůůǇŐŽŽĚƐƵƉƉŽƌƚĨƌŽŵƚŚĞƉƌŽŐƌĂŵŵĞƚĞĂŵ ?ĚŝĚŶ ?ƚǁĞ ?  ?Ɛŝǆ
weeks - ŝŶĚƵĐƚŝŽŶ ? ?(CCC focus group) 
 “tĞ ?ǀĞďĞĞŶƚŽǁŚĞƌĞƚŚĞǇƐƚŽƌĞĂůůƚŚĞǁŚĞĞůĐŚĂŝƌƐ ?tĞ ?ǀĞŚĂĚĂĚĂǇǁŚĞƌĞǁĞ ?ǀĞďĞĞŶƚŽƐĞĞ
ǁŚĞƌĞƚŚĞdǁŚĞĞůĐŚĂŝƌƐŽƌƚŚĞŚĂŶĚƌĂŝůƐ ?ƚŚĞĐƌƵƚĐŚĞƐ ?ǁŚĞƌĞŝƚ ?ƐĂůůƐƚŽƌĞĚ ?tĞƚŚŝŶŬ ? ‘tŚĂƚ
ĂƌĞǁĞŐŽŝŶŐƚŚĞƌĞĨŽƌ ? ? ?ďƵƚǁĞ ?ǀĞĂĐƚƵĂůůǇŵĂĚĞĐŽŶƚĂĐƚǁŝ Śƚhe people that work there, and 
ŝƚŚĞůƉƐďĞĐĂƵƐĞǇŽƵĐĂŶŐĞƚƚŚŝŶŐƐƋƵŝĐŬĞƌ ? ?(CCC focus group)  
 “ƚƚŚĞŚŽƐƉŝĐĞĂƐǁĞůů ?/ǁĂƐĂůǁĂǇƐŽĨƚŚĞŽƉŝŶŝŽŶŝƚ ?ƐǁŚĞƌĞǇŽƵŐŽĂŶĚĚŝĞ ?ĂŶĚŝƚǁĂƐŽŶůǇ
spending the day there, they do so much, even just the drop-in services that they do and the 
support especially for carers.  It was so much apart from that thing people think of, and to do it 
ĨŝƌƐƚ ŚĂŶĚ ĂŶĚ ĞǆƉĞƌŝĞŶĐĞ ŝƚ ǁŚĞŶ ǇŽƵ ĂƌĞ ƚĂůŬŝŶŐ ƚŽ ƉĂƚŝĞŶƚƐ ? ǇŽƵ ?ƌĞ ŐŝǀŝŶŐ ƚŚĞŵ ƚŚĞ ĐŽƌƌĞĐƚ
information and not just what you ƚŚŽƵŐŚƚ ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
The contact with other services that were made during the induction and initial training were 
considered important for them to carry out a holistic service for patients. However, it was considered 
that this would not have happened without being part of the Macmillan programme. 
 “tĞ ǁŽƵůĚŶ ?ƚ ŚĂǀĞ ŚĂĚ ƚŚĂƚ ƐƵƉƉŽƌƚ ŝĨ ǁĞ ?Ě ŶŽƚ ďĞĞŶ ƉĂƌƚŽĨ ƚŚĞ ǁŝĚĞƌ ƉƌŽŐƌĂŵŵĞ ? tĞ
ǁŽƵůĚŶ ?ƚhave ŚĂĚƚŚĂƚƐƵƉƉŽƌƚĨƌŽŵƚŚĞdƌƵƐƚ ?ƚŚĂƚǁŽƵůĚŶ ?ƚŚĂǀĞďĞĞŶĂůůŽǁĞĚ ? ?(CCC focus 
group) 
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 “/ƚŚĂƐĚĞĨŝŶŝƚĞůǇŽƉĞŶed doors for us to go out there and have a look and feed it back to the 
dƌƵƐƚ ? /ƚ ?Ɛ ƚŚĞƌĞ ďƵƚ ƉĞŽƉůĞ ũƵƐƚ ĚŽŶ ?ƚ ŬŶŽǁ ŝƚ ?Ɛ there.  By doing that training, we went 
ĞǀĞƌǇǁŚĞƌĞĚŝĚŶ ?ƚǁĞ ?tĞǁĞŶƚƚŽƐŽĐŝĂůƐĞƌǀŝĐĞƐ ?ǁĞĞŶƚƚŽƚŚĞƐƵƉƉůŝĞƐ ? ?(CCC focus group) 
 “ŝƚ ?ƐĂůůŽǁĞĚƚŚĞƚŝŵĞƚŽŐŽĂŶĚƐĞĞďĞĐĂƵƐĞŽƚŚĞƌǁŝƐĞ ?ƚŚĂƚƚŝŵĞǁŽƵůĚŶ ?ƚŚĂǀĞďĞĞŶĂůůŽǁĞĚ ?
tĞ ?ǀĞŐŽŶĞƚŽƚŚĞĐŽŶƚŝŶĞŶĐĞƐĞƌǀŝĐĞĂŶĚƐĞĞŶŚŽǁƚŚĞǇ ?ǀĞƌƵŶŝƚ ?tĞ ?ǀĞŐŽŶĞƚŽƚŚĞǀŽůƵŶƚĞĞƌ
ƐĞƌǀŝĐĞ ŝŶ DŝĚĚůĞƐďƌŽƵŐŚ ƚŽ ƐĞĞ ŚŽǁ ƚŚĞǇ ?ƌĞ ƌƵŶŶŝŶŐ ?ĂŶd spend a ĨƵůů ĚĂǇ ǁŝƚŚ ƚŚĞŵ ? ?  ?
focus group) 
Knowledge of the pathway including the negative impact of delays on patients 
It was important for CCCs to have a good understanding of the care pathways and how services are 
interdependent so that they could have a rational discussion with colleagues about why it is important 
to carry out certain activities at specific times. 
 “WĞĂƌĞĂǁĂƌĞŽĨƚŚĞƉĂƚŚǁĂǇ ?ǇŽƵ ?ƌĞŶŽƚũƵƐƚƌŝŶŐŝŶŐƚŚĂƚƉĞƌƐŽŶƵƉŽŶĂŶĞǆƚĞŶƐŝŽŶ ?ǇŽƵŐŽ
down and see them so you get that little bit of a bond ?You're not just trying to rush someone 
through, you go down and explain the knock-ŽŶĞĨĨĞĐƚ ? ‘tĞĚŽŶĞĞĚƚŚŝƐƐĐĂŶ ?Žƌ ‘ĐĂŶǁĞŚĂǀĞĂ
ƐĐĂŶďĞĨŽƌĞ&ƌŝĚĂǇďĞĐĂƵƐĞŝƚ ?ƐDd ? ? ‘/ĨǁĞĚŽŶ ?ƚŚĞ ?ƐŐŽing to wait another week ? ? ? ?ĨŽĐƵƐ
group) 
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Topic 3: CCC Impact 
Overview 
Some key elements of impact for the CCC roles were time saving for CNSs and the prevention of 
unnecessary consultations, which has benefits for patient experiences as well as freeing up capacity in 
the hospital.  
x Time saving for CNSs 
x Preventing unnecessary consultations 
Time saving for CNSs 
The time saving realised for CNSs from the CCC roles was clearly reported, particularly in one service 
ƚŚĂƚ ŚĂĚ ƌĞĐĞŶƚůǇ ůŽƐƚ ƚŚĞŝƌ  ĂŶĚ ŶŽƚŝĐĞĚ ƚŚĂƚ ŝƚ  “ĞƐĐĂůĂƚĞĚ ŽƵƌ ǁŽƌŬůŽĂĚ ƵŶďĞůŝĞǀĂďůǇ ? ? Kne 
respondent stated that it had not saved them time. However, this seemed to relate to a nuance 
regarding the definition of time-saving. They reported an increase in referrals and a subsequent 
dramatic increase in their workload, which they felt had negated their individual benefit. However, they 
reported that: 
  “ŽďǀŝŽƵƐůǇ/ǁŽƵůĚŶ ?ƚŚĂǀĞďĞĞŶĂďůĞƚŽĐŽƉĞƐŽĞĂƐŝůǇŝŶŵǇƌŽůĞ ?ǁŝƚŚƚŚĞŝŶĨůƵǆŝŶƌĞĨĞƌƌĂůƐŝĨ/
ĚŝĚŶ ?ƚŚĂǀĞŚĞƌƚŽĚŽĂůŽƚŽĨƚŚĞƚŚŝŶŐƐƚŚĂƚ/ǁŽƵůĚŚĂǀĞŚĂĚƚŽĚŽ ? ?(P7. CNS) 
Preventing unnecessary consultations 
The impact of the CCC roles has been significant in improving speed, coordination and quality of care 
and patient/family experiences which would lead to improved health and well-being, reduced hospital 
admission and reduced GP attendance. For instance, the CCCs have time to review cases or make pre-
emptive phone calls to reassure patients or arrange signposting or appointments, which prevent a 
hospital visit. 
 “/ƚŚŝŶŬŝŶĐŽůŽƌĞĐƚĂůƐŝŶĐĞďĞŝŶŐŝŶƉŽƐƚǁĞ ?ǀĞŝŶŝƚŝĂƚĞĚƚŚĞE^ŝƐŶŽǁ doing more monitoring 
ĐůŝŶŝĐƐ ƚŽ ƉĂƚŝĞŶƚƐ ? ǁŚĞƌĞ ŶŽƌŵĂůůǇ ƚŚĞǇ ǁŽƵůĚ ŐŽ ƚŽ Ă ĐŽŶƐƵůƚĂŶƚ ?Ɛ ƌĞǀŝĞǁ ĐůŝŶŝĐ ĂŶĚ ƚĂŬĞ  ? ?
ŵŝŶƵƚĞƐŽĨĐŽŶƐƵůƚĂŶƚ ?ƐĐůŝŶŝĐ ?ĞŝŶŐŝŶƉŽƐƚĂŶĚďĞŝŶŐĂďůĞƚŽŚĞůƉƚŚĞE^ ?ƐǁĞ ?ƌĞŶŽǁĂďůĞƚŽ
do a telephone clinic where the patient's at home with a cup of tea, no anxiety about parking 
and the stress of coming in to the hospital. We can do that over the phone and we do that 
ǁĞĞŬůǇŶŽǁƚŽƉĂƚŝĞŶƚƐƚŚĂƚƚŚĞĐŽŶƐƵůƚĂŶƚƐĂǇƐƚŚĞǇĚŽŶ ?ƚƌĞĂůůǇŶĞĞĚƚŽĐŽŵĞƚŽĐůŝŶŝĐďĞĐĂƵƐĞ
we keep them on a follow-up. So, that's saving a lot of money for the Trust, a lot of time for the 
ĐŽŶƐƵůƚĂŶƚƐĂŶĚŽďǀŝŽƵƐůǇĂŶǆŝĞƚǇĨŽƌƚŚĞƉĂƚŝĞŶƚƐ ?ǇďĞŝŶŐŝŶƚŚŝƐƌŽůĞƚŚĞǇ ?ƌĞŶŽǁďĞŝŶŐĂďůĞ
to do that which they weren't able to do before and we send forms to patients to go to the GP 
surgery to please get your bloods done.  So, when we do this telephone call everything's 
ĂǀĂŝůĂďůĞƚŽƵƐ ?^Ž ?/ƚŚŝŶŬƚŚĂƚ ?ƐƐĂǀĞĚĂůŽƚŽĨƚŝŵĞĂŶĚŵŽŶĞǇ ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
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Topic 4: Sustainability of the CCC roles 
Overview 
One respondent was keen to observe that CCCs should not replace Specialist Cancer Nurses. Having a 
clear job description was considered important from a professional and legal point of view. However, 
there seems to be potential for further training and developing competencies, which is happening in 
some cancer specialties. This potential could be important in terms of health service sustainability in an 
era of nursing scarcity. There seems to be a tension here, which is probably best managed within each 
cancer specialty from a baseline of core duties, tasks and competencies, which could be incorporated 
into a career development structure for these roles. The Macmillan branding of the role and associated 
access to training and support are likely to be important factors in attracting people to the role to assist 
sustainability and spread of the roles.  
Macmillan brand impact on sustainability of CCCs 
The linking of the role to the Macmillan brand was considered to be an important factor for training and 
support of people in the role and for the national spread of the role. Without this connection, it was 
considered that each Trust would have an individual approach and the role might not be adequately 
supported within the daily business of the Trust. However, it should be recognised that there are 
tensions inherent in this connection to the Macmillan brand, which currently could have negative 
connotations for service users, without appropriate marketing and awareness-raising about the breadth 
of Macmillan services. 
 “ƵƚŽŶĂƉĞƌƐŽŶĂůŶŽƚĞĨŽƌŽƵƌƐĞůǀĞƐ ?ďĞŝŶŐŝŶĂDĂĐŵŝůůĂŶďĂĚŐĞ ?ǁĞ ?ǀĞŚĂĚĂůŽƚŽĨĂĚǀĂŶƚĂŐĞ
ĨƌŽŵ ƚŚĂƚ ? tĞ ?ǀĞ ŐŽŶĞ ŽŶ Ă ůŽƚ ŽĨ ƚƌĂŝŶŝŶŐ ǁŝƚŚ ƚŚĞŵ ƚŚƌŽƵŐŚ ƚŚĞ ŐƌĂŶƚƐ ǁĞ ?ƌĞ ĚŽŝŶŐ ?
Counselling courses at the college to help expand our roles to give us more support in the roles, 
ƐŽǁĞ ?ǀĞĞŶƌŽůůĞĚŽŶůĞǀĞů ?ĐŽƵŶƐĞůůŽƌ ?tĞ ?ǀĞƚŚĞĚŽŶĞƚŚĞŚĞĂůƚŚĂŶĚǁĞůůďĞŝŶŐ ?ƚŚĞĞŶŚĂŶĐĞĚ
recovery all through MacmillaŶĐŽƵƌƐĞƐƚŚĂƚǁĞ ?ůůŐŽƚŽ ?^Ž ?ĨŽƌƵƐƚŽĚĞǀĞůŽƉ ?ƚŚĂƚDĐŵŝůůĂŶ
badge has really been helpful as well as obviously benefit to the patients. ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
 “ŶĚĞǀĞŶŶŽǁǁĞ ?ǀĞďĞĞŶŝŶƉŽƐƚĨŽƌ ?ĂŶĚŚĂůĨǇĞĂƌƐ ?ƚŚĞƌĞĂƌĞƐƚŝůůĐŽƵƌƐĞƐĐŽŵŝŶŐƵƉƚŚĂƚwe 
ƚŚŝŶŬ ? ‘zŽƵŬŶŽǁ ?ƚŚĂƚ ?ƐŐŽŝŶŐƚŽďĞƌĞĂůůǇĂĚǀĂŶƚĂŐĞƚŽƚŚĞƌŽů ŶŽǁǁĞŬŶŽǁǁŚĂƚŽƵƌƌŽůĞŝƐ ? ?
Because at first we didn't know what our role was. So, as time has gone on those courses have 
been really useful to us, to help build our own portfolio as ǁĞůů ?ŝƐŶ ?ƚŝƚ ? “ ?ĨŽĐƵƐŐƌŽƵƉ ? 
 “/ƚŚŝŶŬŝĨǁĞǁĞƌĞŶ ?ƚ ?ǁĞŶĞĞĚƚŽďĞĂĚŽƉƚĞĚďǇDĂĐmillan to progress our role because I think 
if we weren't adopted by Macmillan; Macmillan are paying for our salary, we would get lost 
within the system as in the Trust. ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
 “/ƚŚŝŶŬĂƐǁĞůů ŝĨƚŚĞǇ ?ƌĞŐŽŝŶŐƚŽƉƌŽŵŽƚĞŝƚĂŶĚƌĞĐŽŵŵĞŶĚŝƚƚŽŽƚŚĞƌdƌƵƐƚƐ ?ƚŚĞŶďǇďĞŝŶŐ
Macmillan-badged it's going to get out across the country and everywhere else rather than just 
a one Trust promoting it.  Having Macmillan support behind it is going to help spread it out 
ƚŚĞƌĞ ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
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More opportunities related to Macmillan post  
The CCC role was considered to be attractive to new recruits, which could be a key factor in the 
sustainability and spread of the role. Indeed the CCCs considered that they had taken a risk in moving to 
the new role, particularly as it was a short-term appointment, but that it was a worthwhile risk to take. 
Respondents valued the link to Macmillan and felt that the roles gave them enhanced opportunities for 
professional development, they also valued the fact that the roles extended beyond the Trust and 
allowed them to have direct contact with patients; to feel that they were making a difference to 
ƉĞŽƉůĞ ?ƐůŝǀĞƐ ?Specifically, the role had significantly increased their knowledge of available services and 
thereby improved their ability to improve patient services. 
 “/ ƚŚŝŶŬĂƐǁĞůůďǇƚĂŬŝŶŐƚŚĂƚ ƌŝƐŬǇŽƵ ?ƌĞŽďǀŝŽƵƐůǇ ŝŶǇŽƵƌŽǁŶ ůŝƚƚůĞĐŽŵĨŽƌƚǌŽŶĞĂŶĚǁĞĂůů
wanted to be patient- related and just do this job because it sounded amazing.  By doing it, it's 
ƚŚĞďĞƐƚĞǆƉĞƌŝĞŶĐĞ/ ?ǀĞŚĂĚ ?ǇŐĞƚƚŝŶŐŽƵƚŽĨƚŚĂƚůŝƚƚůĞďƵďďůĞǁŚĞƌĞ/ǁĂƐŝŶŵǇĐŽŵĨŽƌƚǌŽŶĞ
/ŚĂǀĞŵĞƚŬŶĞǁƉĞŽƉůĞŝŶƚŚĞdƌƵƐƚŝŶƚŚĂƚ/ ?ǀĞǁŽƌŬĞĚŝŶ ? ?ǇĞĂƌƐĂŶĚŐŽŶĞŽƵƚĂŶĚŵĞƚŽƵƌ 
supplier of the wheel chairs and social services and through this role we've been out into the 
community and not just in the Trust, and met all these people and all these volunteer sectors 
ƚŚĂƚ ƐƵƉƉŽƌƚ ƉĂƚŝĞŶƚƐ ŝŶ ƚŚĞ ĐŽŵŵƵŶŝƚǇ ? dŚƌŽƵŐŚ ƚŚŝƐ ƌŽůĞ ǁĞ ?ǀĞ ĨŽund that out through 
DĂĐŵŝůůĂŶ ĂŶĚ ƚŚƌŽƵŐŚ ƚŚŝƐ ƉƌŽŐƌĂŵŵĞ ?  /ƚ ?Ɛ ĂŵĂǌŝŶŐ ǁŚĂƚ ?Ɛ ŽƵƚ ƚŚĞƌĞ ? ŝƚ ƌĞĂůůǇ ŝƐ ŝƐŶ ?ƚ ŝƚ ?
dŚĞƌĞ ?ƐƐŽŵƵĐŚŽƵƚ ŝŶƚŚĞĐŽŵŵƵŶŝƚǇĨŽƌƉĂƚŝĞŶƚƐƚŚĂƚƚŚĞǇĚŽŶ ?ƚŬŶŽǁ ?ĂŶĚǁĞĚŝĚŶ ?ƚŬŶŽǁ
uŶƚŝůǁĞƚŽŽŬƚŚŝƐƌŽůĞŽŶ ? ? ?ĨŽĐƵƐŐƌŽƵƉ ? 
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Topic 5: Understanding of the Community Sister role 
Overview 
It is assumed that the Community Sisters roles fit between palliative care, district nurse services and 
ŚŽƐƉŝƚĂů ? ǁŚĞŶ ƚŚĞ ƉĂƚŝĞŶƚ ŐƌŽƵƉ ĚŽŶ ?ƚ ŚĂǀĞ ĐŽŵƉůĞǆ ĐůŝŶŝĐĂů ŶĞĞĚƐ ? dŚĞ ƌŽůĞƐ ĂƌĞpatient-centred, 
holistically-focused and flexible. The Community Sisters can provide clinical care as well as broader 
advice and support for patients who might still receive treatment from the Cancer Nurse Specialist in the 
ŚŽƐƉŝƚĂůĂŶĚĚŽŶ ?ƚĐŽŵĞƵŶĚĞƌƚhe remit of specialist palliative care. The role has evolved to fill gaps in 
services and to take over from other services, where appropriate. This evolution has largely been driven 
by the Community Sisters who received training in service development, innovation and leadership to 
assist with this task.  
Regarding the Community Sister roles, it was perceived that patients found it easier to talk in their home 
environment and it would be a way to overcome apprehension about palliative care involvement. The 
sƵƉƉŽƌƚĨŽƌƐŽŵĞŽŶĞǁŚŽŝƐ ‘ƚŚƌŽǁŶŝŶƚŽĂƐŽƌƚŽĨĂǁŽƌůĚŽĨŶĞǁƚŚŝŶŐƐƚŚĂƚƚŚĞǇ ?ǀĞŶĞǀĞƌĞǆƉĞƌŝĞŶĐĞĚ
ďĞĨŽƌĞ ?ǁĂƐĐŽŶƐŝĚĞƌĞĚƚŽďĞǀĂůƵĂďůĞ ?
Preventing unnecessary hospital and community visits 
The Community Sisters were clear about a key aspect of their role being to prevent unnecessary hospital 
visits. 
 “ ? keeping people at home, keeping them out of the hospital unless absolutely necessary, 
you've got people travelling to hospital that absolutely do not need to come to hospital ? we're 
trying to maximise that patient ?s experience and you know maximise capacity here, in the Trust. 
/ŶƚŚĂƚƚŚĞǇĐĂŶŐŝǀĞƚŚĂƚƚŝŵĞƚŽŽƚŚĞƌƉĂƚŝĞŶƚƐ ? ? ?W ? ? 
They understood the value of being multi-skilled and having a wide range of up-to-date, regularly 
practiced competencies to provide a holistic service and prevent multiple home visits from other health 
professionals. 
 “ ? Ă ďĞĂƵƚǇ ? ŽĨ ŽƵƌ ƌŽůĞƐ ƌĞĂůůǇ ďĞĐĂƵƐĞ ǁĞ ?ƌĞ ĐůŝŶŝĐĂů ĂƐǁĞůů ǁŚĞƌĞĂƐ Ă ůŽƚ ŽĨ ƐƉĞĐŝĂůŝƐƚ Žƌ
dedicated services in the community are not really clinical. You know, you, for like specialist 
palliative care, they, if they were visiting that patient that day, they wouldn't do a wound or an 
injection. In all fairness to them, it's probably because they've not done a wound or injection for 
a long time. And it's about competence again isn't it but because we keep our skills up, you 
know we can provide a whole-holistic service, so the clinical, the psychological, the emotional, 
the everything. So we do take a lot of time off them in that sense, in the referrals-on that we 
make and you know and some oĨƚŚĞŵǁŝůůƐĂǇ ? “KŚĨĂďƵůŽƵƐ ? ?ǆ ?ŚĂƐ been to see that patient 
today, so that's given me, I can now pick up that new patient, that needs a new leg ulcer 
dressing or something because [x] has ƚŽŽŬƚŚĂƚƉĂƚŝĞŶƚŽĨĨŵĞ ? ?ƐŽ/ƚhink I'm anecdotally you 
ŬŶŽǁ ?ĂůŽƚŽĨƚŚĞĐŽŵŵƵŶŝƚǇŶƵƌƐĞƐǁŽƵůĚƐĂǇ “KŚǇĞƐ ?ƚŚĞǇƐĂǀĞƚŝŵĞ ? ? ?W ? ? 
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Evolution of the role 
The role has evolved, and the Community Sisters have been important in developing the role. They have 
valued the autonomy, despite fŝŶĚŝŶŐƚŚŝƐƐŽŵĞǁŚĂƚ ‘ĚĂƵŶƚŝŶŐ ? ?dŚĞǇĂůƐŽĂƉƉƌĞĐŝĂƚĞĚƚŚĞƐƵƉƉŽƌƚĂŶĚ
 ‘ďĂĐŬ-ƵƉ ?ƉƌŽǀŝĚĞĚďǇŵĂŶĂŐĞŵĞŶƚĂŶĚƉƌŽũĞĐƚůĞĂĚĞƌƐ ? 
 “ ?management and the project leaders have been excellent really, in giving us that like a free 
reign ? To develop and mould the service and been really open to our ideas and suggestions and 
 ? backing us up with things that we need, how we want to take it forward. So it has been very 
sort of innovative. We've had that flexibility ? I've nevĞƌƐĞƚƵƉĂŶĞǁƐĞƌǀŝĐĞďĞĨŽƌĞ ?ŝƚŚĂƐďĞĞŶ
very ĚĂƵŶƚŝŶŐ ?sĞƌǇ ?ǀĞƌǇĞŵŽƚŝŽŶĂůůǇ ?ƉĞƌƐŽŶĂůůǇ ?ƵƉĂŶĚĚŽǁŶ ? ? ?W ? ? 
The initial plan to provide Community Sister services that were based in GP practices was quickly 
abandoned, as it proved not to work very efficiently. This was perceived to be due to GPs and 
Community Nurses not fully understanding the role, being restricted to only seeing patients on specific 
GP lists, and the service not fitting into the way that GP practices work. However, as they continued to 
work with primary care services, attitudes and understandings of their roles have gradually become 
more closely aligned. 
 “ƐŽŝŶŝƚŝĂůůǇŽƵƌƌŽůĞǁĂƐǀĞƌǇŵƵĐŚĂďŽƵƚƚŚĞ'WĨŽĐƵƐ ?ĂďŽƵƚƐŝƚƚŝŶŐŝŶ'WƉƌĂĐƚŝĐĞƐ ?ƚŚĞƌĞǁĂƐ
certain GPs practices that were allowed the programme and we were, could only see their 
patients and to be honest that didn't work very well, at all because I think they just struggled to 
understand the concept of the role really and what could be seen as palliative and what was not 
palliative which for me is still a big boundary because you can have patients who are palliative 
and they may be palliative for 5 or 10 years, I mean obviously your palliative simply means we 
ĐĂŶ ?ƚƚƌĞĂƚǁŝƚŚĐƵƌĂƚŝǀĞŝŶƚĞŶƚďƵƚǁĞĐĂŶƉĂƵƐĞĂŶĚĐŽŶƚƌŽůƚŚĂƚĚŝƐĞĂƐĞ ?ĂŶĚŝƚǁĂƐǀĞƌǇŚĂƌĚ
getting the GPs, and actually in the beginning, community nurses to grasp that concept. And 
that did take a long time. ? ?W ? ?
On the other hand CNSs understood the need for the role, which filled a gap in services that was not 
being filled by Community Nurses. This was largely owing to the flexible referral criteria for the 
Community Sisters and the potential for developing ongoing relationships with patients, so that they did 
not become lost to services. However, Community Nurses required specific clinical tasks in order to be 
referred, and once the clinical need was addressed they had no ongoing remit; responsibility for ongoing 
care was retained by the GP.    
 “Our clinical nurse specialists here thought it was wonderful from the outset, the majority of 
them did anyway. Because they knew that, they would see patients in clinic who they would 
just, that person might not have a particular clinical need, so they might not have a wound or 
need an injection but they're just worried on their own in the community  W they might lack 
support, live on their own, you know, there are frequent people who don't attend 
appointments, you know and they just wanted someone to oversee them in the community and 
traditionally that can be really difficult to articulate in their referral to a community nurse 
because- ĂŶĚĂŐĂŝŶ/ǁŽƵůĚŬŶŽǁ ?ďĞĐĂƵƐĞĂĐŽŵŵƵŶŝƚǇŶƵƌƐĞǁŽƵůĚƉŝĐŬƚŚĂƚƵƉĂŶĚŐŽ “KŚ/ 
can't just go in there to hand-ŚŽůĚ ?/ĚŽŶ ?ƚŚĂǀĞĞŶŽƵŐŚƚŝŵĞ ?ǇŽƵŬŶŽǁ ?ƚŚĞƌĞ ?ƐŶŽ ?ǇŽƵŬŶŽǁ ?
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ƚŚĞǇ ŵŝŐŚƚ ƐĞĞ ƚŚĂƚ ƉĂƚŝĞŶƚ ŽŶĐĞ ĂŶĚ ƐĂǇ  “ŚĞƌĞ ŝƐ ŽƵƌ ŶƵŵďĞƌ ŝĨ ǇŽƵ ǁĂŶƚ ŝƚ ? ďƵƚ ƚŚĞŶ ƚŚĞ
patient doesn't really engage with that because it's taken them a lot to pick the phone up and 
ƐƉĞĂŬƚŽƐŽŵĞŽŶĞ ? ? ?W ? ? 
The roles still have capacity to evolve further, through the development of additional competencies such 
as managing chemotherapy treatment in the community; thereby preventing patients from having to 
travel long distances for procedures that could be performed at home. However, the Community Sisters 
have experienced some resistance in accessing training from hospital-based services. 
 “/ƚ ?ƐĐŽŵƉĞƚĞŶĐĞŝƐƐƵĞƐĂƐǁĞůů ?ƵƚǁĞĂƌĞŬŝŶĚŽĨǁŝůůŝŶŐƚŽůĞĂƌŶƚŚĂƚŬŝŶĚŽĨĐŽŵƉĞƚĞŶĐǇƚŽ
get out there and help these patients who have to travel, some of them a 100 plus more round 
trip to take off chemotherapy bottles and things and we want to help that, we want to help the 
patients, it will take a lot of pressure off the units as well, it will take a lot of pressure off the 
wards. But even when our manager, when we've gone to our manager and said you know we've 
tried all we caŶĨƌŽŵŽƵƌ ůĞǀĞůƚŽŐĞƚ ŝŶƚŚĞƌĞĂŶĚǁĞƐĂǇŝŶŐ  “dĞĂĐŚƵƐ ?tĞǁĂŶƚƚŽ ůĞĂƌŶƚŚĞ
ĐŽŵƉĞƚĞŶĐŝĞƐ ? ǁĞ ǁĂŶƚ ǇŽƵ ƚŽ ƐŝŐŶ ƵƐ ŽĨĨ ƚŽ ĚŽ ƚŚĂƚ ? ? ǀĞŶ ǁŚĞŶ ŽƵƌ ŵĂŶĂŐĞƌƐ ŐŽŶĞ ƚŚĞƌĞ ?
sŚĞ ?ƐďĞĞŶŵĞƚďǇƌĞƐŝƐƚĂŶĐĞ ? ? ?W ? ? 
Similar to the CCC roles, patient perceptions of the role are related to the general belief that Macmillan 
services are for end of life only. However, once they had understood the new roles, the connection to 
the Macmillan brand was reported to reinforce their appreciation of the service. 
 “/ƚŚŝŶŬŝƚĐĂŶďĞ difficult because you know, you have patients who fortunately for them, don't 
know any different. So they're quite a new diagnosis and we pick them up and we've always 
ďĞĞŶŝŶǀŽůǀĞĚŝŶƚŚĞŝƌĐĂƌĞ ?^ŽƚŚĞǇĚŽŶ ?ƚŬŶŽǁĂŶǇĚŝĨĨĞƌĞŶƚ ?dŽ the majority of them think it's 
a wonderful service and again, I think we've done you know, you get a lot of patients who say, 
you know well I thought Macmillan were fabulous anyway but I think they're even more 
fabulous now because we always thought it was about death and dying. ? ?W ? ?
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Topic 6: Community Sister connection with other services 
Overview 
As mentioned earlier, the Community Sister role is dependent on good connections with other services, 
particularly for referrals. For instance, district nurses might recognise a patient that does not fulfil their 
own referral criteria, but would benefit from some extra support. 
Although the majority of the participants believed that the role supports patients with their emotional 
and psychological needs in the community, the Community Sisters carry out some clinical work in the 
community with patients with less complex needs. Integration issues are therefore complex, and have 
been subject to a great deal of development. As described above, being aligned with GP practices does 
not seem to be a useful solution. However, close working with GPs, District/Community nurses is clearly 
beneficial to provide continuity of care whilst also carrying out some routine clinical tasks during a visit, 
which also involves a more holistic focus and psychosocial support. Close working with CNSs and the 
CCCs is also a critical aspect of the role. Some of the working practices adopted by intermediate care 
services to integrate with primary, community and acute services might therefore be usefully adopted. 
Different definitions of integration and lack of integration with community services were reported to be 
ƉƌŽďůĞŵĂƚŝĐ ?ƉĂƌƚŝĐƵůĂƌůǇƌĞŐĂƌĚŝŶŐƚŚĞĐŽŵŵƵŶŝƚǇŚĞĂůƚŚǁŽƌŬĨŽƌĐĞƐ ?ůĂĐŬŽĨƵŶĚĞƌƐƚĂŶĚŝŶŐĂďŽƵƚ
cancer services. 
 “ ůŽƚŽĨ ƚŚĞŵ ƚĂůŬ ĂďŽƵƚ ŝŶƚĞŐƌĂted care, other community professionals but actually they're 
not integrated at all, there's still that divide between you know the community nurses really 
don't know what's going on in here, they ƌĞůǇŽŶǁŚĂƚƚŚĞƉĂƚŝĞŶƚƚĞůůƐƚŚĞŵ ? ? ?W ? ? 
This section is organised into the following themes:  
x CCCs and Community Sister relationships 
x Relationships with other health professionals  
x Barriers and facilitators for integration 
CCCs and Community Sister relationships 
The reporting of the relationship between CCCs and Community Sisters was inconsistent. Whilst some 
CCCs reported being responsible for referrals to the Community Sisters, the Community Sisters did not 
report the development of strong relationships with CCCs. This could be explained by the CNSs playing 
the role of intermediary; so that the roles are indirectly integrated. This assumption would also fit with 
the boundaries placed on the responsibilities of the CCCs, so that they did not operate beyond their 
remit or expertise. 
 “tĞĚŽŶ ?ƚƚĞŶĚƚŽŚĂǀĞĂůŽƚƚŽĚŽǁŝƚŚĐĂŶĐĞƌĐĂƌĞĐŽ-ordinators I'll be honest, I think again we 
would have liked, have had more to do with them and think that they probably, there's probably 
ƉĂƚŝĞŶƚƐƚŚĂƚƚŚĞǇĐŽƵůĚƌĞĨĞƌ ŝŶƚŽƵƐ ?ďut it tends to be, you know it's more, our contact is 
more with the specialist nurses, here, you know the cancer care co-ordinators work for them so 
ƚŚĞĐŽŶŶĞĐƚŝŽŶŝƐƐƚŝůůƚŚĞƌĞ ? ? ?W ? ? 
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Relationships with other health professionals 
 “EŽǁ ƚŽ ŵĞ ƚŚĞ ǁŽƌŬŝŶŐ ƌelationship should be better in that when they are discharging 
patients in that, in them circumstances [01: They should let us know] they should let us know 
and she'd refer back in to us. But I think what they say is as long as they've got district nursing 
involved, they've got somebody but the district nurses can't meet their, their additional needs 
ŽƚŚĞƌƚŚĂŶƚŚĞŝƌĐůŝŶŝĐĂůŶĞĞĚƐ ?ƚŚĞǇĚŽŶ ?ƚŚĂǀĞƚŚĞƚŝŵĞƚŽĚŽŝƚ ? ? ?W ? ? 
The link to hospital Consultants was one aspect of the Community Sister role that was considered 
unique in a community setting. Whereas District Nurses tended to rely on referring back to the GP in 
order to then process a referral to the hospital, the Community Sisters were able to use their contacts at 
the hospital, especially Consultants and CNSs, to make appropriate referrals directly to the hospital. In 
ŽŶĞ ĞǆĂŵƉůĞ ƚŚŝƐ ƌĞƐƵůƚĞĚ ŝŶ Ă ƌĂƉŝĚ ĂĚŵŝƐƐŝŽŶ ĨŽƌ Ă  ‘ƉŽŽƌůǇ ƉĂƚŝĞŶƚ ? ?The Community Sister is then 
notified when the patient returns home, so that they can resume community-based care. This is one 
way in which the role is able to transform pathways to provide rapid appropriate care to prevent 
patients experiencing more extreme crises. 
 “ŶĚĂƐǁĞůů ?/ƚŚŝŶŬĂůŽƚŽĨƚŚĞĚŝƐƚƌŝĐƚŶƵƌƐĞƐƚĞŶĚƚŽƌĞůǇŽŶƚŚĞŝƌ'W ?Ɛ ?ǁŚĞƌĞĂƐǁĞĐĂŶƌŝŶŐ
the consultants up, we can get appointments booked forward, if a doctor ?s requested a scan we 
can ring up and say we want it urgently  ? We have like little bit of control and power over that, 
rather than just referring the patient back to the GP and then the GP has to initiate it from the 
ďĞŐŝŶŶŝŶŐ ?tŚĞƌĞĂƐ ? if there is a problem with that patient, speak to the consultant and we can 
ŐĞƚĂƉƉŽŝŶƚŵĞŶƚƐďƌŽƵŐŚƚĨŽƌǁĂƌĚ ?ƐŽŝƚ ?ƐƉƌĞǀĞŶƚŝŶŐƚŝŵĞĨŽƌƚŚĞƉĂƚŝĞŶƚ ? ? ?W ? ? 
 “/ĨƐŽŵĞďŽĚǇ ?ƐƵŶǁĞůůǁĞ ?ǀĞŐŽƚƚŚĞŐŽŽĚƐƚƌŽŶŐĐŽnnections ? we can pick the phone up to our 
colleagues here, so our acute oncologist specialist nurse helped me deal with a poorly patient. 
Within an hour the patient was brought in to hospital, staying overnight on a ward, fluids, bit of 
a rest and recharge and he's back home. The ward will let me know he's back home and I'm 
gonna see him tomorrow to review. If that patient didn't have anyone in the community and 
actually he didn't, he was very much reliant on his GP that would have been a very very different 
ƐŝƚƵĂƚŝŽŶ ? ? ?W ? ? 
Barriers and facilitators for integration 
There was an assumption that the Community Sister role could be perceived as taking over existing 
roles ?ŽƌĐƌŽƐƐŝŶŐďŽƵŶĚĂƌŝĞƐǁŝƚŚŽƚŚĞƌƐ ?ƌŽůĞƐ ?ǁŚŝĐŚĐŽƵůĚďĞƵŶǁĞůĐŽŵĞ ?ƚŚĞƌĞďǇcreating resistance 
from established roles. 
 “zŽƵ ?ƌĞĂůǁĂǇƐŐŽŝŶŐ ƚŽŐĞƚ ƚŚĞƐĞƉĞŽƉůĞǁŚŽƉƵƚďĂƌƌŝĞƌƐƵƉ ƚŽĂŶǇŶĞǁƌŽůĞƐ ĨŽƌ ĨĞĂƌŽĨƵƐ
taking over their own role and putting them out of a job and that is absolutely, it's not going to 
happen from our point of view ? /ƚ ?ƐŝŵƉƌŽǀŝŶŐƚŚĞƉĂƚŝĞŶƚ ?ƐĞǆƉĞƌŝĞŶĐĞ ? ? ?W ? ? 
 “^ŽǇĞĂŚ/ƚŚŝŶŬǁŝƚŚƚŚĞŝŶƚĞŐƌĂƚŝŽŶŝƚ ?ƐŵŽƌĞďĂƌƌŝĞƌƐĨƌŽŵƚŚĞĐŽŵŵƵŶŝƚǇƐŝĚĞŽĨŝƚ ?ƚŽĂĐĐĞƉƚ
ƵƐŵŽƌĞďĞĐĂƵƐĞƚŚĞƌĞ ?ƐƐƚŝůů ƚŚĂƚďĞůŝĞĨ ƚŚĂƚ ?  “tŚǇĂƌĞǇŽƵ ŝŵƉŽƌƚĂŶƚ ?tĞ ?ǀĞŐŽƚĐŽŵŵƵŶŝƚǇ
ŶƵƌƐĞƐ ? ?ŶĚŝƚ ?Ɛ, it's quite an eye opener really  ? what people think community nurses do with 
cancer patients, that actually the majority don't because they don'ƚŚĂǀĞƚŚĞƚŝŵĞƚŽĚŽŝƚ ? ? ?W ? ? 
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A key facilitator for the successful integration and acceptance of the role is the making of incremental 
changes to ensure that the Community Sister service is clearly different to other available services. This 
is an aspect of the role that might require local tailoring if adopted in different settings. 
 “tĞŚĂǀĞ ?tweaked it haven't we as we've gone along. And I think a big part of it is making sure 
that our service is very different from other services and kind of like not stepping on other 
ƉĞŽƉůĞƐ ?ƚŽĞƐ ? ?/ŵĞĂŶǇŽƵ ?ǀĞŐŽƚǇŽƵƌĐŽŵŵƵŶŝƚǇŶƵƌƐŝŶŐƚĞĂŵƐ ?ǁĞŬŶŽǁƚŚĞǇ ?ƌĞǀĞƌǇĐůŝŶŝĐĂl 
as well and then you've got your community complex specialist palliative care patients when 
they get referred on, but quite often our patients are newly diagnosed that only really have 
access to acute specialist nurses, GPs and consultants so we're ?there at the beginning, building 
bridges between primary and secondary care and supporting patients right from the beginning. 
/ĚĞĂůůǇǁŝƚŚĂĐƵƌĂƚŝǀĞŝŶƚĞŶƚďƵƚǁĞŬŶŽǁŝƚĚŽĞƐŶ ?ƚĂůǁĂǇƐǁŽƌŬůŝŬĞƚŚĂƚ ? ? ?W ? ? 
However, a tension with this arrangement was reported in situations when patients require complex 
palliative care and require referring on to a palliative/end-of-life service. This can require the 
Community Sister to hand over to another service, sometimes after working with the patient for a 
number of years. 
 “tĞŶĞĞĚƚŽďĞĂďůĞƚŽĞƐƚĂďůŝƐŚƚŚĂƚǁŚĞŶƐŽŵĞďŽĚǇ ?ƐƉĂůůŝĂƚŝǀĞďƵƚƚŚĞǇĚŽƌĞƋƵŝƌĞ ?ƐǇŵƉƚŽŵ
management, complex needs, we then pass them over, don't we? Hand over, we do referrals 
and we try and pull out which is, has been a bit of a challenge for us, especially when you've 
known somebody for two years and you're kind of like passing them on, it can be a bit difficult 
but we need to make sure that we work and we don't step on peoples' toes. We keep the 
services separate but we kind of like, work togethĞƌ ? ? ?W ? ? 
Another tension in providing differentiated services was reported for aspects of the role that the 
Community Sisters believed could be expanded, particularly when these are currently provided by 
others. A specific example that was mentioned involved resistance from chemotherapy services for 
providing chemotherapy support in the community. 
 “tĞ ĐŽƵůĚ ƐƵƉƉŽƌƚ ƚŚĞ ĐŚĞŵŽƚŚĞƌĂƉǇ ƵŶŝƚ Ă ůŽƚ ŵŽƌĞ ƚŚĂŶ ǁŚĂƚǁĞ ĂƌĞ Ăƚ ƚŚĞ ŵŽŵĞŶƚ ďƵƚ
there's a lot of kind of barriers there that even our management have struggled to break down 
 ? ƚŚĂƚ ?ƐŽŶĞ ŽĨ ƚŚĞ ƚŚŝŶŐƐ ǁĞ ŬŶŽǁ ǁĞ ĐĂŶ ĚĞǀĞůŽƉ ƚŚŝƐ ƐĞƌǀŝĐĞ ƐŽŵƵĐŚŵŽƌĞ ĂŶĚ / ƚŚŝŶŬ  ? 
ƚŚĂƚ ?ƐƋƵŝƚĞĂƐŝŵƉůĞƐŽůƵƚŝŽŶ ? ? ?W ? ? 
The link between hospital and community services is supported by having close relationships with 
hospital-based cancer services and having access to hospital and community health care records. 
 “eing the kind of dedicated cancer nurses to provide that link between hospital and home and 
also provide that link from the GP and any other professionals that are involved in that patients 
ĐĂƌĞĂƚŚŽŵĞ ?ǁĞƐŽƌƚŽĨďĞƚƚĞƌ ůŝŶŬƚŚĞŽƚŚĞƌŵĞŵďĞƌƐŽĨƚŚĞŵƵůƚŝĚŝƐĐŝƉůŝŶĂƌǇƚĞĂŵƐŝŶƚŚĞ
community, we ?provide that link between hospital and home  ? and we ?ƌĞ well linked in with 
the clinŝĐĂůŶƵƌƐĞƐƉĞĐŝĂůŝƐƚƐĂƐǁĞůů ? ǁĞ ?ƌĞŝŶĐŽŶstant contact, we know exactly what is going 
ŽŶǁŝƚŚƚŚĞƉĂƚŝĞŶƚƐ ?ǁĞŚĂǀĞĂĐĐĞƐƐƚŽƚŚĞŚŽƐƉŝƚĂůŶŽƚĞƐĂƐǁĞůůĂƐƚŚĞĐŽŵŵƵŶŝƚǇŶŽƚĞƐ ? ? ?W ? ? 
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Topic 7: Community Sister impact  
The Community Sister roles clearly fill a gap in services for people affected by cancer and have created a 
place for additional elements to be added to the role in order to further transform cancer pathways and 
improve patient experiences. They have clinical expertise, but are not simply task-based. As such they 
can help to alleviate pressure on family members and provide reassurance, support and guidance for 
patients; helping them to be active in their experience of cancer services rather than passive and poorly 
informed recipients of care.  
The time saving realised for CNSs from the Community Sister roles was more difficult to articulate than 
for the CCCs. This relationship is probably problematic to observe due to the separation between the 
community and hospital services. However, some savings for CNSs were recorded in the Community 
^ŝƐƚĞƌƐ ?/DƐ ? 
Some elements of quality of care that might be impacted on by the Community Sisters were provision of 
additional support, better understanding of hospital treatments, prevented GP and hospital 
appointments and preventing the need for patients to make ƉŚŽŶĞ ĐĂůůƐ ƚŽ ĐŽŶƐƵůƚĂŶƚƐ ? ƐĞĐƌĞƚĂƌŝĞƐ ?
generally to help join-up services and give patients a better understanding of what they are doing. 
An important area of impact for the Community Sister role is improvement in patient experience, which 
is made possible by the holistic nature of the role and having time to spend with patients to discuss a 
range of concerns that they might have. 
 “/ũƵƐƚƚŚŝŶŬƐŽŵĞƚŝŵĞƐƚŚĞƉĂƚŝĞŶƚƐĚŽŶ ?ƚƚĞůůthe district nurses things because we're the cancer 
nurse and they can talk to us a little bit more can't they? About it. Again I think it's about the 
ƚŝŵĞ ? ? ?W ? ? 
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Topic 8: Implementation of the Community Sister roles 
Overview 
The main challenges facing both CCC and Community Sister ƌŽůĞƐĂƌĞŽƚŚĞƌƐ ?ƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨƚŚĞƌŽůĞ
ŝŶĐůƵĚŝŶŐ ŚĞĂůƚŚ ƉƌŽĨĞƐƐŝŽŶĂůƐ ĂŶĚ ƉĂƚŝĞŶƚƐ ? ƉĞƌĐĞƉƚŝŽŶƐ ? For the Community Sisters, flexibility to 
develop the roles has clearly been useful. However, setting up and maintaining communication routes 
and appropriate referral pathways for this type of role is a challenge. The Community Sisters have taken 
on marketing and promotion of the role. However, these activities would be facilitated by long-term 
security of the role. This section is organised into the following themes:  
x Evolution and clarity of the Community Sister role 
x Expanding the role 
x Integrating with existing services  
x Marketing and promotion 
Evolution and clarity of the Community Sister role 
Originally there was confusion reported between how the Community Sister role and district and 
ƉĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚƌŽůĞƐǁŽƵůĚǁŽƌŬƚŽŐĞƚŚĞƌ ?ƐǁŽƵůĚďĞĞǆƉĞĐƚĞĚǁŝƚŚĂŶĞǁ ‘ůŝŶŬŝŶŐ ?ƌŽůĞ ?ŝŶŝƚŝĂůůǇ
some referrals were reported to be inappropriate. However, these issues are now considered to be 
largely resolved. The Community Sisters have a base of broad skills. However, opportunities for 
developing more specialist skills over time were acknowledged. Indeed a two-way process of learning 
with the CNSs was recognised.  
Expanding the role 
Depending on the security of the role, the Community SisterƐ ? are open to further training to improve 
their competencies in order to take on more clinical responsibilities, but due to the cross boundary 
nature of the role they are likely to work with different types of cancer and learn more skills over time. 
However, some hospital services appear to be more open to supporting the development of 
competencies than others. The role provides the Community Sisters with opportunities to work with the 
site-specific clinical nurse specialists and seek advice from them while at the same time CNSs can learn a 
different skill set from them; understanding how to support people at home and in the community 
through a mutual development process.  
Integrating with existing services 
Regarding integration with other services, respondents indicated a balance of benefits and drawbacks of 
particular areas of managerial expertise. Hospital-based experience helped to introduce the CCC role 
and to ensure that Community Sisters were integrated with CCCs and hospital specialist services. 
However, this also meant that Community Sisters were relied upon to a greater extent to plan and 
develop their roles. Whilst this was reported to result in some anxieties for Community Sisters, it did 
give them a sense of ownership of the roles and allowed them to have an influence in developing the 
role to their individual strengths and preferences and their understandings of local community services. 
The Community Sisters that were recruited had extensive experience of working in the community. This 
resulted in a service development process that was led by the Community Sisters and flexibly supported 
by management. Whilst this has resulted in some benefits, the marketing of the roles to other services 
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at a managerial level was considered to have been challenging; owing to this specific mix of experience 
within the team. 
 “KƵƌ ŵĂŶĂŐĞƌ ŝƐ ĞǆƚƌĞŵĞůǇ ƐƵƉƉŽƌƚŝǀĞ  ? ? ? ƐŚĞ ŚĂƐ ŶŽ ĐŽŵŵƵŶŝƚǇ ĞǆƉĞƌŝĞŶĐĞ Ăƚ Ăůů ? ŶĚ ƚŚĞƐĞ
roles, when they were formulated ? they had a vision of how they wanted to see it in 
community and how they wanted to see the roles be, but  ? this has not been done before. And 
obviously a lot of the, a lot of the management side of it had not worked in community, they 
don't know hŽǁƚŚŝŶŐƐǁŽƌŬŝŶƚŚĞĐŽŵŵƵŶŝƚǇ ?so, they selected  ? a lot of people at interview 
who could bring that community expertise in ?our direct manager and project managers and 
things, they're really good in that they're very open to us coming back with our honest ideas, 
what will work, what won't work, what we can ask for. But they have also been...kind of, held 
back a little bit themselves wŚĞŶƚŚĞǇ ?ƌĞŽƵƚƚŚĞƌĞƚƌǇŝŶŐƚŽƉƵƐŚŽƵƌƌŽůĞƐǁŝƚŚŽƚŚĞƌƉĞŽƉůĞ ? ?
(P2) 
However, these challenges were addressed; as Macmillan supported the Community Sisters to develop 
their knowledge and skills for service development, leadership and innovation and helped them to 
network with other services. 
 “ŶĚǁĞŐĞƚ ?ǁĞŐĞƚĂ ůŽƚŽĨƐƵƉƉŽƌƚ ? /ŬŶŽǁŝŶŝƚŝĂůůǇǁŚĞŶǁĞĨŝƌƐƚƐƚĂƌƚĞĚ ? there was a lot of 
support not only just for sort of clinical and, and cancer expertise training but a lot of training 
about the development of new services, about leadership, about you know, innovation and they 
got us really well connected with other services that they've set up and funded, so it's fabulous 
from thĂƚƉŽŝŶƚŽĨǀŝĞǁĂƐǁĞůů ? ? ?W ? ? 
Marketing and promotion 
The Community Sisters self-initiated a marketing campaign to promote the service. However, the 
continuation of this is reliant on them feeling secure in their roles.  
 “ŶĚƚŚĞŶŝŶĞĐĞŵďĞƌůĂƐƚǇĞĂƌǁĞĚŝĚĂƉƌĞƐĞŶƚĂƚŝŽŶĂďŽƵƚƚŚĞƐĞƌǀŝĐĞĂŶĚĨƌŽŵƚŚĞŶ ?ǁŚĞŶ
we kind of tweaked the criteria a little bit and then spread the word of what kind of referrals we 
need, I found that with the likes of colorectal and breast they just kind of like started to refer a 
little bit more and I think if we knew ourselves that we were going to be kept on we'd be a little 
bit long or substantive then we could again start doing more presentations, going out to the 
GPs, just really opening the role up a lŝƚƚůĞďŝƚŵŽƌĞƚŽƉĞŽƉůĞ ? ? ?W ? ? 
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Topic 9: Sustainability of the Community Sister roles 
The Community Sisters demonstrated dedication to their roles and were very keen for these to receive 
continued funding. 
 “Ƶƚwe, we just really really, we just love our jobs, we're really really dedicated and passionate 
about the role and we're absolutely desperate to be funded and we're willing to put the work 
ŝŶ ? ? ?W ? ? 
As marketing of the service is in relatively early-days, different approaches are being developed and it 
should be assumed that the service does not have a particularly high profile. However, as other 
professionals become aware of the role, particularly as it is filling a gap in current services, there is the 
potential to experience capacity issues and resurgence in inappropriate referrals (which might require 
ongoing monitoring). 
In common with the CCC role, the public perception of Macmillan is related to end-of-life care, rather 
than early intervention with curative intent. This could be a barrier to uptake, and is reported as a 
common barrier that the Community Sisters need to overcome prior to service delivery. 
 “/ƚŚŝŶŬ ?ŽŶĞŽĨƚŚĞ ?ŽŶĞŽĨƚŚĞďĂƌƌŝĞƌƐƚŚĂƚǁĞ ?ǀĞŚĂĚŚǀĞŶ ?ƚǁĞ ?ŝƐƚŚĂƚ ?ǇŽƵŬŶŽǁ ?ƌĞĂůůǇŽƵƌ
role is about new diagnosis and, treating it with curative intent. So then when we arrive and 
ǁĞ ?ƌĞ DĂĐŵŝůůĂŶ ďĂĚŐĞĚ ? ƉĂƚŝĞŶƚ ŚĂƐ ƚŚĂƚ  “,ŵŵ ? ? ? zŽƵ ?ƌĞ Ă DĂĐŵŝůů Ŷ ŶƵƌƐĞ ? / ƚŚŽƵŐŚƚ ŵǇ
treatment was curative. And, to be quite honest I think in the last two years, our service has 
done a lot to break down that barrier and ƚŚĂƚŝŵĂŐĞŽĨDĂĐŵŝůůĂŶ ? ? ?W ? ? 
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Topic 10: Patient Experiences of Community Sister Roles 
Summary 
The key themes discussed by service-users were: 
x The limited coverage of the roles 
x The need for the role and filling a clear gap in services 
x The ability to discuss broad topics with the Community Sisters 
x Some specific activities, such as making treatment recommendations and intervening to solve 
problems with other services 
x The holistic, family-based support and opportunity to develop close relationships was highly 
valued 
x Patients reported having to overcome preconceptions about Macmillan services being involved 
with end of life care 
x Outcomes included being able to socially and emotionally deal with the illness and to resume a 
more normal life of activities 
It was clear from the respondents that they had a very well-defined understanding of these roles. They 
viewed these as occupying a very obvious gap in services that were not being provided elsewhere. Key 
elements of the roles were continuity of care and the ability to build up strong relationships. The holistic 
remit was very important, offering the opportunity to discuss a range of topics that went beyond the 
fairly rigid clinical service provision experienced elsewhere. The ability to have someone to talk with 
ĂďŽƵƚĐŽŶĐĞƌŶƐ ?ǁŝƚŚŽƵƚ ‘ƵŶŶĞĐĞƐƐĂƌŝůǇƵƉƐĞƚƚŝŶŐ ?ĨĂŵŝůǇŵĞŵďĞƌƐǁĂƐŚŝŐŚůǇǀĂůƵĞĚ ? 
There were reports of specific ways in which the Community Sisters had helped to resolve problems or 
provide support through difficult times. Importantly, the presence of the Community Sisters was 
reported to provide social and emotional resilience in a number of ways: 
x In a close family environment they ĂůůŽǁĞĚĨĂŵŝůǇŵĞŵďĞƌƐƚŽƚĂŬĞĂ ‘ƐƚĞƉ-ďĂĐŬ ?ĨƌŽŵƚƌǇŝŶŐƚo 
provide all of the care and support, and to resume some of their normal activities 
x &Žƌ ƉĞŽƉůĞ ǁŝƚŚŽƵƚ ĐůŽƐĞ ĨĂŵŝůǇ ŵĞŵďĞƌƐ ƚŚĞǇ ƉƌŽǀŝĚĞĚ Ă ǀĂůƵĂďůĞ  ‘ůŝĨĞ-ůŝŶĞ ? ĨŽƌ ƐƵƉƉŽƌƚ ĂŶĚ
help to make important decisions 
x One of the participants related the support that they had received from the Community Sisters 
to their ability to now provide support for someone else affected by cancer 
All of the participants wanted the Community Sisters posts to remain. However, they were aware of the 
lack of resources during the pilot phase, and wanted to see more of the roles being developed: 
Iv: Would you like the [CCCSis] role to stay? 
DoSU3: Definitely 
SU1: Absolutely 
SU2: And need adding to as well 
SU3: Definitely need more 
 
 “zŽƵĐŽƵůĚŶ ?ƚƚĂŬĞƚŚĞŵĂǁĂǇ ?ƚŚĞǇ ?ǀĞũƵƐƚďĞĞŶinvaluable ? (DoSU3) 
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Theme 1: Limited coverage of the roles 
The participants were unanimous in the opinion that there were not enough of the Community Sisters 
roles for the demand. In fact, having more Community Sisters was the only improvement to the role that 
the participants could suggest. 
Iv: So the only improvement would be 
DoSU3: More, you need more 
 
 “They are so needed, there should be more ? (DoSU3) 
 
SU2: You definitely need more feet on the ground for sure 
SU3: TŚĞǇ ŶĞǀĞƌ ƌƵƐŚ ǇŽƵ ? ƚŚĞǇ ?ǀĞ ĂůǁĂǇƐ ŐŽ ƚŚĞ ƚŝŵĞ ?ƚŚĞǇ ?ƌĞ ƚŚĞƌĞ ĨŽƌ ĂƐ ůŽŶŐ ĂƐ ǇŽƵ ŶĞĞĚ
ƚŚĞŵ ĨŽƌĂŶĚ ǇŽƵ ŬŶŽǁ ƚŚĞƌĞ ?Ɛ ŽŶůǇ ĂĐŽƵƉůĞŽĨ ƚŚĞŵ ? ǇŽƵ ƚŚŝŶŬ ĨůŝƉƉŝŶŐ heck, could do with 
another six 
The participants were concerned that the lack of coverage might impact on the wellbeing of Community 
Sisters. Questions were asked about what support there was for them. 
Ž^h ? P ?^ŝƐ ?ŝƐŐŽŝŶŐŽƵƚƐƵƉƉŽƌƚŝŶŐĂůůƚŚĞƐĞƉĞŽƉůĞďƵƚƐŚĞ ?ƐĂŽŶĞ-man-band 
^h ? PDĂŬĞƐǇŽƵǁŽŶĚĞƌŚŽǁƚŚĞǇĐŽƉĞ ?ĚŽĞƐŶ ?ƚŝƚ ? 
 
Theme 2:  Need for the role 
The participants identified; emotional support, allowing them to talk about things that they could not 
discuss with others, provision of advice, helping them to navigate health services and assistance in 
making decisions as some of the key needs that the roles met. This was in contrast to the purely 
functional clinical services that they accessed. 
 “ƐŽŵĞŽŶĞŐŽƚ ŝŶƚŽƵĐŚƚŽĚĂǇĂŶĚƐƚĂƌƚĞĚƚĂůŬŝŶŐĂďŽƵƚŵǇŵĞĚŝĐĂƚŝŽŶƐ ?ďƵƚ ŝƚ ?ƐŶŽƚƌĞĂůůǇŵǇ
ŵĞĚŝĐĂƚŝŽŶƚŚĂƚ/ǁĂŶƚƚŽƚĂůŬĂďŽƵƚ ?ŝƚ ?ƐŵǇŵĞŶƚĂůĂŶĚĞŵŽtional support I want. I know that 
ĂŶǇ ŐŝǀĞŶĐŝƌĐƵŵƐƚĂŶĐĞƐǁŚĞƌĞ / ŶĞĞĚŵĞĚŝĐĂů ŚĞůƉ ? ŝƚ ?ƐƚŚĞƌĞ ŝŶ ƚŚĞ ĨŽƌŵŽĨ ĐŽŶƐƵůƚĂŶƚƐ ĂŶĚ
doctors ? (SU1) 
 “ĞĂƌůŝĞƌƚŚŝƐǇĞĂƌǁĞ ?ĚƌƵŶŽƵƚŽĨƚĂďůĞƚŽƉƚŝŽŶƐĂŶĚƚŚĞŽŶůǇŽƉƚŝŽŶǁĂƐĐŚĞŵŽƚŚĞƌĂƉǇ ?ĂŶĚ/
decided to not go dŽǁŶƚŚĂƚƌŽƵƚĞ ?ƵƚŽŶĂůůƚŚĞƐĞŽĐĐĂƐŝŽŶƐ ?/ ?ĚŶŽďŽĚǇƚŽƚĂůŬŝƚƚŚƌŽƵŐŚǁŝƚŚ ?
ŶŽďŽĚǇƚŽĚŝƐĐƵƐƐ ?ŶŽďŽĚǇ ?ƐƐŚŽƵůĚĞƌƚŽĐƌǇŽŶ ?/ ?ǀĞŚĂĚŶŽŶĞŽĨƚŚĂƚ ?ĂŶĚƚŚĂƚ ?ƐďĞĞŶĂďŝŐŐĂƉ ?
ĂŶĚ/ŬŶŽǁƚŚĞƉĞŽƉůĞĂƌĞƚŚĞƌĞ ?ďĞĐĂƵƐĞ/ ?ǀĞŚĂĚ ?ŽĨƚŚĞŵ ?ďƵƚƚŚĞǇ ?ǀĞĂůůŐone off sick ? (SU1) 
Interestingly, one of the participants recognised the differences between Macmillan palliative care 
services and the Community Sisters roles: 
 “ƚŚĞƐƵƌŐĞƌǇǁĂƐĐůŽƐĞĚ ?ƐŽ/ƌĂŶŐƚŚĞDĂĐŵŝůůĂŶƉĞŽƉůĞĂƚEŽƌƚŚĂůůĞƌƚŽŶĂŶĚƐŚĞƐĂŝĚ ‘ŽŚ/ ?ŵ
ŶŽƚƐƵƌĞ/ĐĂŶŚĞůƉǇŽƵ ? ?ŚŽǁĐĂŶƐŚĞŚĞůƉ ?ƐŚĞƉŝƉĞĚƵƉ ‘ǁĞƐƚŝůůĚŽƉĂůůŝĂƚŝǀĞĐĂƌĞ ? ?/ƚŚŽƵŐŚƚ
ƚŚĂƚ ?ƐŶŽƚǁŚĂƚ/ŶĞĞĚĂƚƚŚŝƐƉĂƌƚŝĐƵůĂƌŵŽŵĞŶƚ ? ? (SU1) 
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Theme 3: Broad topics of conversations with Community Sisters 
ZĞƐƉŽŶĚĞŶƚƐƌĞƉŽƌƚĞĚďĞŝŶŐĂďůĞƚŽ ‘ƚĂůŬ ĂďŽƵƚĂŶǇƚŚŝŶŐ ? and raise any problems; particularly regarding 
issues that they found it difficult to communicate with family members about. They were grateful for 
the honesty and experience of the Community Sisters. 
 “It was perfect, because we could talk about anything, and built up a relationship. Any problems 
I had or anything I wanted to discuss, she was there for me ? (SU3) 
 “TŚĞƌĞǁĂƐƐŽŵĞŽŶĞĚŝĨĨĞƌĞŶƚǁŚŽƐŚĞĐŽƵůĚƚĂůŬƚŽ ?/ƚ ?ƐĂůƌŝŐŚƚǁĂŶƚŝŶŐƚŽƚĂůŬƚŽǇŽƵƌĨĂŵŝůǇ ?
but there will have been things Mam would have wanted to talk to [CCCSis] about, that she 
ǁŽƵůĚŶ ?ƚǁĂŶƚƚŽǁŽƌƌǇŚĞƌĨĂŵŝůǇĂďŽƵƚ ?ĂŶĚ ?^ŝƐ ?could ũƵƐƚƌĞĂƐƐƵƌĞŚĞƌ ?ŶĚƐŚĞ ?ƐďĞĞŶ
amazing, absolutely amazing ? (DoSU3) 
 “zŽƵĚŽŶ ?ƚǁĂŶƚƚŽƚĞůůǇŽƵƌŽǁŶĨĂŵŝůǇ ?ǇŽƵĚŽŶ ?ƚǁĂŶƚƚŽǁŽƌƌǇƚŚĞm (SU2) 
/ƚ ?ƐƚƌƵĞ ?ǇŽƵĚŽŶ ?ƚǁĂŶƚƚŽƵƉƐĞƚƚŚĞŵƵŶŶĞĐĞƐƐĂƌŝůǇ ? (SU1) 
 
 “ ?Ƶƚ ǇŽƵ ?ƌĞ ďŽƚƚůŝŶŐ ƚŚŝŶŐƐ ƵƉ ? ĂŶĚ ǁĞ ŚĂĚ ůŝŬĞ ƚĞĂƌƐ ? ŶĚ / ĐŽƵůĚ ƐĞĞ ƐŚĞ ǁĂƐ ůŝŬĞ ŵŽƵŶƚ
sĞƐƵǀŝƵƐ ?ƐŚĞǁĂƐŐŽŝŶŐƚŽŐŽĂŶǇŵŝŶƵƚĞ ?ƐŚĞŶĞĞĚĞĚƐŽŵĞŽŶĞƚŽƚĂůŬƚŽƚŚĂƚŝƚĚŝĚŶ ?ƚŵĂƚƚĞƌ
iĨƐŚĞŐŽƚƵƉƐĞƚ ?ŝƚĚŝĚŶ ?ƚŵĂƚƚĞƌŝĨƐŚĞǁĂŶƚĞĚƚŽƐĂǇƚŽƐŽŵĞďŽĚǇ ‘ƚŚŝƐŝƐďĂĚ ? ?ďƵƚƐŚĞǁŽƵůĚŶ ?ƚ
ƐĂǇŝƚƚŽŵĞ ?ďĞĐĂƵƐĞƐŚĞĚŝĚŶ ?ƚǁĂŶƚƚŽǁŽƌƌǇŵĞ ? (DoSU3) 
They were grateful for the honesty and experience of the Community Sisters, even if this was difficult to 
deal with at the time: 
 “There was no lies, there was just honesty... [^ŝƐ ?  ƐĂŝĚ  ‘ŝƚ ?ƐŐŽƚƚŽďĞǇŽƵƌŵƵŵ ?ƐĐŚŽŝĐĞ ? ?
ŶĚ /ǁĂƐ ůŝŬĞ  ‘t,d ? ? ? ? ?Ăƚ ƚŚĞĞŶĚŽĨ ƚŚĞĚĂǇ ?ƐŚĞ ?Ɛ ůŽŽŬŝŶŐĂĨƚĞƌŚĞƌŽǁŶƉĂƚŝĞŶƚƐĂŶĚǁŚĂƚ
they want ? (DoSU3) 
Theme 4: Activities of Community Sisters 
There were reports of some specific activities that were carried out by the Community Sisters, such as: 
support through difficult clinical procedures and treatment decisions, recognising medical problems and 
making treatment recommendations, and intervening to solve problems with other service provision. 
 “[CCCSis] was waiting for me when I came in. She was there holding my hand when I had these 
ĐĂŵĞƌĂƐ ?ĂŶĚƚĂůŬŝŶŐƚŽŵĞ ?/ĚŝĚŶ ?ƚůŝŬĞŝƚǁŚĞŶ/ŚĂĚƚŽŚĂǀĞƚŚĞŵƚǁŝĐĞ ?horrible things. She 
was there every time I had to come ? (SU2) 
 “SŚĞǁŽƵůĚũƵƐƚƐŝƚĂŶĚƚĂůŬ ? ‘ǁŚĂƚĚƌƵŐƐĂƌĞǇŽƵŽŶ ?ĂŶĚĂƌĞǇŽƵŚĂƉƉǇǁŝƚŚƚŚĞŵ ?ĂŶĚŽŶĞŽĨ
ƚŚĞŵ ?/ ?ĚůŽƐƚĂďŝƚŽĨǁĞŝŐŚƚ ?/ ?ĚŐŽƚĂƐŝĐŬďƵŐ ?ĂŶĚ/ůŽƐƚĂďŽƵƚĂƐƚŽŶĞŝŶĂǁĞĞŬĂŶĚƐŚĞƐĂŝĚ 
 ‘/ ?ŵŐŽŝŶŐƚŽƌŝŶŐǇŽƵƌĚŽĐƚŽƌ ? ? ?ŚĂǀĞǁĞƚŚŽƵŐŚƚĂďŽƵƚƐƚĞƌŽŝĚƐ ?ĂŶĚƚŚĞĚŽĐƚŽƌŚĂĚŶ ?ƚƚŚŽƵŐŚƚ
ĂďŽƵƚ ƐƚĞƌŽŝĚƐ ?^Ž ŝƚ ?ƐĂĐŽŵďŝŶĂƚŝŽŶŽĨ ƐƵƉƉŽƌƚŝŶŐǁŚĂƚǇŽƵŶĞĞĚ ?ǇŽƵƌŵĞĚŝĐĂƚŝŽŶ ?ďƵƚĂůƐŽ
your emotional needs and making decisions. ? (SU1) 
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 “Just not going dŽǁŶ ƚŚĞ ĐŚĞŵŽ ƌŽƵƚĞ ĂŐĂŝŶ ?ŝƚ ?Ɛ ĚĞĂƚŚ ŝƚƐĞůĨ ? ^ŝŶĐĞ Ɖƌŝů ? / ŵ ŶŽƚ ŽŶ ĂŶǇ
ŵĞĚŝĐĂƚŝŽŶĂƚĂůů ũƵƐƚŽŶƉĂŝŶŬŝůůĞƌ ?ĂŶĚ ŝƚ ?Ɛ / ?ǀĞďĞĞŶďƌŝůůŝĂŶƚĂŶĚ ŝƚ ?ƐďĞĐĂƵƐĞ / ?ǀĞĚĞ-ƚŽǆĞĚ ?
And she was supporting me in that, ? (SU1) 
 “We got authorisation to be able to order ƚŚĞĚƌĞƐƐŝŶŐƐ ?ďƵƚ ƚŚĞŶǁĞ ?ĚŐŽƚŽƚŚĞĐŚĞŵŝƐƚƐ ƚŽ
ƉŝĐŬ ƚŚĞŵ ƵƉ ĂŶĚ ƚŚĞ ĐŚĞŵŝƐƚ ǁŽƵůĚ ďĞ ůŝŬĞ  ‘ǁŚǇ ĚŽŶ ?ƚǇŽƵ ŽƌĚĞƌ ƚŚƌŽƵŐŚ ƵƐ ? ? ĂŶĚ ƚŚĞŶ ƚŚĞ
ĚŽĐƚŽƌƐǁŽƵůĚďĞƐĂǇŝŶŐ ‘ǇŽƵŶĞĞĚƚŽŽƌĚĞƌƚŚƌŽƵŐŚƵƐ ?ĂŶĚŝƚǁĂƐůŝŬĞĂďĂƚƚůĞĨŝĞůĚ ? ?ƐŽ ?^ŝƐ ?
got everything written down, everything sorted and as soon as we got her on board, we never 
had any more trouble; absolutely  fantastic. ? (DoSU3) 
Theme 5: Relationships with Community Sisters 
The holistic, family-based support was valued. 
 “Within the first 5 minutes of [CCCSis] being in the house, her presence changed the whole 
ƐĐĞŶĂƌŝŽ ?ƐƚƌĂŝŐŚƚĂǁĂǇǇŽƵĐůŝĐŬĞĚǁŝƚŚŚĞƌ ?dŚĞǁĂǇƐŚĞƐƉŽŬĞƚŽDĂŵ ? ?/ ?ŵŶŽƚũƵƐƚŚĞƌĞĨŽƌ
ǇŽƵƌDĂŵ ?/ ?ŵŚĞƌĞĨŽƌǇŽƵƌĂĚ ?/ ?ŵŚĞƌĞĨŽƌǇŽƵ ?/ ?ŵĨŽƌǇŽƵƌďƌŽƚŚĞƌƐĂŶĚĨŽƌǇŽƵƌĐŚŝůĚƌĞŶ ? ?/
was liŬĞ ‘ƌĞĂůůǇ ? ? ?ƚŚĂƚǁĂƐĨĂŶƚĂƐƚŝĐ. ? (DoSU3) 
It was important that the Community Sisters provided time to talk to the PABC to the extent that the 
family member was no longer wanted, which helped them to feel that they did not have to provide all of 
the support. 
 “dŚĞƌĞ ?ƐĂůŽƚŽĨŐƵŝůƚ ?zŽƵ ?ǀĞŐŽƚĐĂŶĐĞƌĂŶĚǇŽƵĚŽŶ ?ƚǁĂŶƚƚŽƚĞůůǇŽƵƌĨĂŵŝůǇ ?/ŐŽƚƚŽƚŚĞƉŽŝŶƚ
ǁŚĞƌĞ/ ?ĚŬĞƉƚŝƚƐĞĐƌĞƚƐŽůŽŶŐ/ĂĐƚƵĂůůǇĐŽƵůĚŶ ?ƚƚĞůůŵǇfamily. I went through Chemo, I had a 
mastectomy, and then radiotherapy [CCCSis] was always there. ? (SU3) 
The respondents reported forming friendships with the Community Sisters and looking forwards to their 
visits. 
 “ƚ ĨŝƌƐƚ ŝƚǁĂƐ  ‘ĂŶ ǇŽƵ ƐƚĂǇ ǁŚŝůƐƚ  ?^ŝƐ ? ŝƐŚĞƌĞ ? ƚŚĞŶ / ǁĂƐ ŬŝĐŬĞĚŽƵƚ ůŝƚĞƌĂůůǇ ?  ‘ŽŚ ĚŽŶ ?ƚ
ĐŽŵĞ ŝŶ ƚŚĞ ŵŽƌŶŝŶŐ  ?^ŝƐ ? ŝƐ ŚĞƌĞ ? ? ŶĚ ƐŚĞ ĨŽƌŵĞĚ Ă ůŽǀĞůǇ ĨƌŝĞŶĚƐŚŝƉ ǁŝƚŚ ŚĞƌ ? /ƚ ?Ɛ ũƵƐƚ
amazing to see, Mam actually gets excited, happy to see her. ? (DoSU3) 
SU3: [CCCSis] was coming every 2 weeks and then went to every month, then I saw her 
ďĞŐŝŶŶŝŶŐŽĨEŽǀĞŵďĞƌĂŶĚƐŚĞƐĂŝĚ ‘/ ?ůůƐĞĞǇŽƵŝŶƚŚĞŶĞǁǇĞĂƌ ?ĂŶĚǇŽƵŐŽ ‘z^ ? 
SU1: Yes, somebody you look forward to seeing; somebody who knows you. Not intimately, they 
ĚŽŶ ?ƚ ŚĂǀĞ ƚŽ ďĞ ďĞƐƚ ďƵĚĚŝĞƐ ? somebodǇ ǁŚŽŬŶŽǁƐǇŽƵƌ ĐĂƐĞ ĂŶĚ ŬŶŽǁ ǁŚĂƚ ǇŽƵ ?ƌĞ ŐŽŝŶŐ
through. 
 
Continuity of care was clearly important. Having to repeat their history to a succession of service 
providers was reported to lead to situations where they would stop seeking help. 
 
Ž^h ? P  ?/ƚ ?Ɛ ŚĂǀŝŶŐ ƚŚĂƚ ƐĂŵĞ ƉĞƌƐŽŶ ǇŽƵ ďƵŝůƚ Ă ƌĞůĂƚŝŽŶƐŚŝƉ ǁŝƚŚ ? zŽƵ ďƵŝůĚ ƚŚĂƚ ƚƌƵƐƚ ?/Ĩ
ǇŽƵ ?ǀĞŐŽƚĂĚŝĨĨĞƌĞŶƚƉĞƌƐŽŶ ?ƚŚĞǇĚŽŶ ?ƚŬŶŽǁŵǇŚŝƐƚŽƌǇ. 
^h ? PzŽƵ ?ǀĞŐŽƚƚŽƐƚĂƌƚĂůůŽǀĞƌĂŐĂŝŶ. 
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DoSU3: Yeh, start all over again, in the end it would get to the stage, just liŬĞǇŽƵƐĂŝĚ ‘ŝƚĚŽĞƐŶ ?ƚ
ŵĂƚƚĞƌ ? ?ƵƚǁŚĞŶǇŽƵďƵŝůĚƚŚĂƚďŽŶĚǁŝƚŚƐŽŵĞŽŶĞ ?ǇŽƵǁĂŶƚƚŽŬĞĞƉŝƚ ? 
The experience and training of the Community Sisters was highly valued. As discussed earlier, this 
relates to their holistic approach, relationship-building skills, honesty in difficult situations, ability to 
discuss issues that others might try to avoid and understanding of outcomes and service delivery 
processes. Overall, this was summed up as having the experience and understanding to be able to deal 
appropriately with any situation. 
^h ? PzŽƵǁĂŶƚƐŽŵĞŽŶĞǇŽƵĐĂŶďŽŶĚǁŝƚŚ ?ƚŽƌĞůĂƚĞ ƚŽ  ?ŝƚ ƐĚŝĨĨŝĐƵůƚƚŽĚĞƐĐƌŝďĞƚŚĞƚǇƉĞŽĨ
relationship you want. 
Ž^h ? P ?dŚĞǇ ?ǀĞǁŽƌŬĞĚĂůŽŶŐƐŝĚĞƐŽŵĂŶǇƉĂƚŝĞŶƚƐĂŶĚŚĂĚƐŽŵĂŶǇƐĐĞŶĂƌŝŽƐƚŚĂƚƚŚĞǇŬŶŽǁ
how to deal with it and understand it  
 
Theme 6: Perceptions of Macmillan services 
Without an understanding of what support the Community Sisters could provide, there was an initial 
resistance reported, which seemed due to perceptions about Macmillan services being for people 
requiring end of life care.  
 “I the beginning when I was diagnosed with cancer, and Macmillan nurses were mentioned I was 
ƋƵŝƚĞ ƌĞƐŝƐƚĂŶƚ ?  ‘/ ĐŽƵůĚ ůŽŽŬ ĂĨƚĞƌŵǇƐĞůĨ ? ? / ƉƵƚ Ăůů ƚŚĞŽŶƵƐŽŶŵǇ ĚĂƵŐŚƚĞƌ ŝŶƐƚĞĂĚŽĨ ŐŽŝŶŐ
down that line. Not because I thoughƚ ‘ƚŚĞƌĞ ?ƐƚŚĞĚĞĂƚŚŶƵƌƐĞŬŶŽĐŬŝŶŐĂƚƚŚĞĚŽŽƌǁŝƚŚĂůŝƐƚŽĨ
ƵŶĚĞƌƚĂŬĞƌƐ ? ?ǇŽƵŬŶŽǁ ? (SU3) 
SU3: I can see the difference, what a Macmillan nurse was in the 80s when I worked on District, 
ƚŽǁŚĂƚĂDĂĐŵŝůůĂŶŶƵƌƐĞŝƐŶŽǁ ?ŶĚŝƚ ?Ɛ ? ? ?A?ĐŽŵƉůĞƚĞůǇĚŝĨĨĞƌĞŶt, the service you get now 
ĨƌŽŵDĂĐŵŝůůĂŶ ? 
Ž^h ? P/ƚ ?ƐŵŽƌĞŽĨĂƐƵƉƉŽƌƚŶĞƚǁŽƌŬ 
SU3: Macmillan nurses then were just palliative care 
Ž^h ? PdŚĂƚ ?ƐǁŚǇDĂŵƐĂŝĚ ‘ŶŽ ?ƐŚĞĚŝĚŶ ?ƚǁĂŶƚĂŶǇĚŝƐƚƌŝĐƚŶƵ ƐĞƐŝŶ ?ƐŚĞĚŝĚŶ ?ƚǁĂŶƚĂŶǇŽŶĞ 
People hear the word DĂĐŵŝůůĂŶ ŶƵƌƐĞ ĂŶĚ ƚŚĞǇ ƚŚŝŶŬ  ‘ŽŚ ŐŽĚ ? / ?ŵ ŶŽƚ ůŽŶŐ ĨŽƌƚŚŝƐ ůŝĨĞ ? ĂŶĚ
ƚŚĂƚ ?ƐŶŽƚƚŚĞĐĂƐĞ ? ?dŚĞǇ ?ƌĞůŝĨĞŐŝǀŝŶŐ ?^h ? ? 
The public profile of Macmillan services was reported to rather low-key, especially when compared to 
awareness of local hospice services. This was also related to the previously discussed issue of limited 
coverage.  
^h ? P ŝŶŽƵƌĂƌĞĂƚŚĞ ? ?ŚŽƐƉŝĐĞŶƵƌƐĞƐƐĞĞŵƚŽŐĞƚďĞƚƚĞƌƉ ĞƐƐ ?ďĞĐĂƵƐĞƚŚĞDĂĐŵŝůůĂŶŶƵƌƐĞƐ
are not visible enough 
^h ? PdŚĂƚ ?ƐƌŝŐŚƚ 
SU1: The praise they get is unbelievable, bĞĐĂƵƐĞƚŚĞƌĞ ?ƐŵŽƌĞŽĨƚŚĞŵĂďŽƵƚ 
SU3: I think the Macmillan service itself needs a lot more recognition and a lot more bringing 
ŝŶƚŽƚŚĞƉƵďůŝĐĂƚƚĞŶƚŝŽŶ ?ǇŽƵƐĞĞƚŚĞŽĚĚ ?ǇŽƵŬŶŽǁ^ĞƉƚĞŵďĞƌǁŚĞŶƚŚĞǇŚĂǀĞƚŚĞDĂĐŵŝůůĂŶ
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ďĂŬŝŶŐ ? ǇĞƐ ŝƚ ?Ɛ ĂĚǀĞƌƚŝƐĞĚ ƚŚĞŶ ĂŶĚ Ă ĨĞǁ ŽĚĚƐ ĂŶĚ ƐŽĚƐ ? ďƵƚ ŽƚŚĞƌ ƚŚĂŶ ƚŚĂƚ ǇŽƵ ĚŽŶ ?ƚ ƐĞĞ
ĂŶǇƚŚŝŶŐ ?/ƚŚŝŶŬĂůŽƚŽĨƉĞŽƉůĞŝĨǇŽƵƐĂŝĚƚŽƚŚĞŵ ‘ǁŚĂƚĚŽĞƐƚŚĞDĂĐŵŝůůĂŶƐĞƌǀŝĐĞĚŽ ? ?ŶŝŶĞ
ŽƵƚŽĨ ƚĞŶŽĨ ƚŚĞŵǁŽƵůĚƐĂǇƚŚĞǇ ůŽŽŬĂĨƚĞƌǇŽƵǁŚĞŶǇŽƵ ?ƌĞĚǇŝŶŐ ?ĐŽǌ ƚŚĂƚ ?Ɛ ƚŚĞŶĞŐĂƚŝǀŝƚǇ
you know  
Theme 7: Outcomes and impacts 
One of the key reported outcomes was the ability to socially and emotionally deal with the illness and to 
resume a more normal life of activities and day-to-day family relationships. 
 “dŚĂƚŽŶĞƉĞƌƐŽŶŵĂĚĞƐƵĐŚĂŶŝŵƉĂĐƚŽŶŵǇDĂŵĂŶĚǁĞĂůůƐĂǁŝƚĂƐĂĨĂŵŝůǇ ? ?ŚĞƌĂƚƚŝƚƵĚĞ
ĐŚĂŶŐŝŶŐ ? ŚĞƌ ĂĐĐĞƉƚŝŶŐ ?  ‘ǇĞŚ ? ? / ?ǀĞ ŐŽƚ ĐĂŶĐĞƌ ? / ĐĂŶ ĚĞĂů ǁŝƚŚ ƚŚŝƐ ? ? ĂŶĚ ƚŚĂƚ ĐŚĂŶŐĞĚ ƚŚĞ
goalposts because we could see a difference in Mam, we could see her starting to get on with 
her life, I could see my dad relaxing and not walking on tenterhooks, because if she wanted to 
ƚĂůŬ ?ƐŚĞ ?ĚƚĂůŬƚŽ ?^ŝƐ ? ?ŶĚ/ƐƚĂƌƚĞĚŵŽǀŝŶŐĂǁĂǇĂƐǁĞůůĂŶĚƐĂǇŝŶŐ ‘ǇŽƵƚĂůŬƚŽ ?^ŝƐ ? ? “ 
(DoSU3) 
 “ ?ĂŶĚǇŽƵĐĂŶƐĞĞƚŚĞĚŝĨĨĞƌĞŶĐĞ ŝƚ ?ƐŵĂĚĞŝŶĂůůŽĨŽƵƌůŝǀĞƐ ?ĂƐƐŽŽŶĂƐƐŚĞƐĂŝĚ/ ?ŵŚĞƌ ĨŽƌ
ǇŽƵƌĚĂĚĂƐǁĞůů ?ďĞĐĂƵƐĞŵĞŶĚŽŶ ?ƚ ƚĂůŬ ?ŶĚĚĂĚǁŽƵůĚƐŝƚĂŶĚŚĂǀĞĂĐŽĨĨĞĞǁŝƚŚǇŽƵĂŶĚ
 ?^ŝƐ ?ĂŶĚĐŚĂƚ ?ĂŶǇĐŽŶĐĞƌŶƐŽƌŝĨŚĞǁĂƐǁŽƌƌŝĞĚ ?ŚĞǁŽƵůĚƚŚĞŶďĞĂďůĞƚŽƐĂǇ ‘ŝƐƐŚĞĚŽŝŶŐ
okay ? ?ĂŶĚũƵƐƚ ?^ŝƐ ?ƐĂǇŝŶŐ ‘ƐŚĞ ?ƐĚŽŝŶŐŐƌĞĂƚ ?ŵĂĚĞŵǇĚĂĚƌĞůĂǆ ? ?(DoSU3) 
 “<ŶŽǁŝŶŐDĂŵǁĂƐŐĞƚƚŝŶŐƐƵƉƉŽƌƚǁĂƐĞŶŽƵŐŚĨŽƌŵĞ ?ĂŶĚ/ŚĂĚŶ ?ƚďĞĞŶƚŽƚŚĞŐǇŵĨŽƌĂďŽƵƚ
5-ŵŽŶƚŚƐďĞĐĂƵƐĞ/ĐŽƵůĚŶ ?ƚĨƵŶĐƚŝŽŶ ?/ĐŽƵůĚŶ ?ƚƐůĞĞƉ ?/ũƵƐƚĐŽƵůĚŶ ?ƚ ?ĂŶĚŐŽŝŶŐďĂĐŬƚŽ the gym 
helped me. ? DoSU3 
One of the respondents was now managing so well that she was able to provide support to one of the 
friends that she had made at chemotherapy clinic. 
 “ ?ĂŶĚ  ?^ŝƐ ? ƐĂŝĚ  ‘ĚŽ ǇŽƵ ǁĂŶƚ ŵĞ ƚŽ ŐŽ ĂŶĚ ƐĞĞ ŚĞƌ ? 'ŝǀĞ ŚĞƌ ŵǇ ŶƵŵďĞƌ ĂŶĚ she can 
ĐŽŶƚĂĐƚŵĞ ? ?dŚĞŽĨĨĞƌǁĂƐƚŚĞƌĞƐƚƌĂŝŐŚƚĂǁĂǇ ? ?/ƚ ?ƐĨĂůůĞŶŽŶƵƐƚŽƐƵƉƉŽƌƚŚĞƌ ? (SU3) 
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Work package 2: Quantitative Evaluation Findings 
Staff costs 
The Macmillan Team was set up with a total of 14 staff, as detailed in Table 1 below. Central support 
staff are assumed to input 10% to the project. The intervention was considered  ‘ĨƵůůǇ-ůŝǀĞ ?ĨƌŽŵKĐƚŽďĞƌ
2016 to the end of June 2018 (total 21 months); costs and benefits have been calculated for this period. 
Table 3: Staff profiles and cost during 21 months of the intervention 
Job Title 
Number 
of staff 
Salary 
with on-
costs Time period Months 
Cost per 
time 
period 
Cost per 
role for 21 
months 
Cancer Care Coordinator 7 25,262 Oct 16 ʹ Mar 17 6 8,8417.00   
Cancer Care Coordinator 7 26,129 April 17- Mar 18 12 182,903.00   
Cancer Care Coordinator 7 28,821 April 18- Jun 18 3 50,436.75 321,756.75 
Community Sisters 3 35,200 Oct 16 ʹ Mar 17 6 52,800.00   
Community Sisters 3 36,850 April 17- Mar 18 12 110,550.00   
Community Sisters 3 37,418 April 18- Jun 18 3 28,063.50 191,413.50 
SUB-TOTAL           £513,170.25 
Macmillan Head of Cancer 
Services 0.1 53,644 Oct 16 ʹ Mar 17 6 2,682.20   
Macmillan Head of Cancer 
Services 0.1 59,236 April 17- Mar 18 12 5,923.60   
Macmillan Head of Cancer 
Services 0.1 59,236 April 18- Jun 18 3 1,480.90 10,086.70 
Macmillan Service 
Improvement Lead and CCC 
Line Manager 0.1 51,205 Oct 16 ʹ Mar 17 6 2,560.25   
Macmillan Service 
Improvement Lead and CCC 
Line Manager 0.1 61,060 April 17- Mar 18 12 6,106.00   
Macmillan Service 
Improvement Lead and CCC 
Line Manager 0.1 62,924 April 18- Jun 18 3 1,573.10 10,239.35 
Macmillan Programme 
Support 0.1 24,320 Oct 16 ʹ Mar 17 6 1,216.00   
Macmillan Programme 
Support 0.1 24,320 April 17- Mar 18 12 2,432.00   
Macmillan Programme 
Support 0.1 26,538 April 18- Jun 18 3 663.45 4,311.45 
Lead Cancer Nurse (Trust) 0.1 69,168 Oct 16 ʹ Mar 17 6 3,458.40   
Lead Cancer Nurse (Trust) 0.1 73,495 April 17- Mar 18 12 7,349.50   
Lead Cancer Nurse (Trust) 0.1 75,736 April 18- Jun 18 3 1,893.40 12,701.30 
SUB-TOTAL           £37,338.80 
TOTAL      £550,509.05 
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It is estimated that the salary (including on-costs) for all staff members required to develop, implement 
and deliver the service over the 21-months between October 2016 & June 2018 was £550,509.05. These 
costs include programme management and administration (£37,338.80), which would not be required 
once the delivery model is embedded as business as usual. The costs for only the CCCs and Community 
Sisters that would be required to deliver the service on an ongoing basis (post implementation) would 
be £513,170.25 for 21 months (£293,240.14 per year). 
We were not able to accurately estimate the development and implementation costs. However, a senior 
member of the team estimated programme management and administration costs at roughly 9% of full-
time equivalent costs of the posts. This estimate has been rounded up to 10%.  
Saving time for other staff members 
The tasks undertaken by CCC are classified using the distinction of levels 1-4 as detailed below.  
Level 1 interventions are regarded as non-clinical, simple problem solving such as general admin, 
booking transport, typing paperwork. 
Level 2 interventions are single patient contacts to resolve a specific clinical or non-clinical problem. This 
level would be applied to a problem which poses a clinical and non-clinical need for intervention. 
Examples such as, identifying patients for MDT, completing requested referrals, triaging calls to the most 
appropriate professional. 
Level 3 interventions - Short term involvement for multiple problems. These interventions involve face 
to face or telephone contacts with patients or carers in order to perform a review, to triage patients to 
the appropriate professional or to provide support and reassurance. 
Level 4- Usually includes interventions for patients with complex problems which require a higher level 
of problem solving using advanced skills such as MI, counselling and the professional having a greater 
understanding of cancer and its management.  
One of the main impacts of the Macmillan intervention was achieving savings of various health 
ƉƌŽĨĞƐƐŝŽŶĂů ?Ɛ ƚŝŵĞ ŝŶĐůƵĚŝŶŐE^ ?ĐŽŶƐƵůƚĂŶƚƐ, GPs and others. For example, by undertaking type 1&2 
interventions, CCC contributed to savings on CNS time so that they could focus on more complex tasks 
e.g. type 3&4 interventions. Also, as discussed in further sections of this report, in some cases this 
created the opportunity to release slots for new activity (such as CNSs carrying out more monitoring 
clinics, which would otherwise be conducted by Consultants, see page 18).  
On the other hand, Community Sisters perform a range of levels of interventions (depending on the 
needs of service-users), but primarily focused at higher level (level 3 & 4) tasks. Qualitative evidence 
supports the view that the Community Sisters fulfil a unique role in community cancer care, providing 
more appropriate care and preventing interventions by other service providers. 
Good quality data were not available for the entire 21-month duration of the intervention. However, 
based on the data collected as part of the Intervention Matrix, it is estimated that over the 18-months 
between Jan 2017 and Jun 2018, CCCs and Community Sisters contributed to significant savings of staff 
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time as outlined in Table 4 and Table 6 below. Some examples of the types of activities that were 
recorded as time saving are: 
 “WĂƚŝĞŶƚŚĂƐŚĂĚƐƵƌŐĞƌǇ ?  /ŚĂǀĞĂĚĚĞĚƉĂƚŝĞŶƚ ƚŽ post op MDT discussion this week.  Saving 
E^ ?ŽŶƐƵůƚĂŶƚ ?ƐĞĐƌĞƚĂƌǇĂŶĚDdƚŝŵĞ ? 
 “ŚĞĐŬĞĚDdĨŽůĚĞƌƚŽŵĂŬĞƐƵƌĞƉĂƚŝĞŶƚƐ ?ĚŝƐĐƵƐƐĞĚ ?ĂĚĚĞĚƚŽĐůŝŶŝĐƐŽƌƚƌĞĂƚŵĞŶƚƐďŽŽŬĞĚ ?
^ĂǀŝŶŐE^ƚŝŵĞ ? 
 “ƐŬĞĚďǇE^ƚŽƐƚĂƌƚƚƌĞĂƚŵĞŶƚƐƵŵŵĂƌǇĨŽƌƚŚĞƉĂƚŝĞŶƚǁŚŝĐh is a record of what they have 
had done and what happens over the next five years.  I start them and then the CNS can 
ĐŽŵƉůĞƚĞŝƚ ? 
The savings were estimated assuming that a working day for CNS Acute, Social worker, GP and AHP 
equals to 7.5 hours; and the Community Nurse equals to 8 hours. The typical A&E admission was 
estimated to take 5 hours.  
Table 4 Savings of staff time (in days) from CCC activities Jan 2017-June 2018 
 
Lung 
Head & 
Neck Prostate Colorectal Lymphoma CUP AOS 
Days 
saved 
CNS Acute 127.39 100.76 55.37 110.57 113.6 139.22 223.95 870.86 
Community 
Nurse 
4.18 3.24 0.16 0.13 0.03 0.42 0 
8.16 
Consultant 1.44 1.88 2.6 0.07 0.86 0.04 0.18 7.07 
GP 0 0.01 2.33 0.03 0.08 0 0.11 2.56 
AHP 0 0.08 0.86 0 0 0 0 0.94 
A&E 
Admission 
0 0 0 0.02 0.48 0.06 0.02 
0.58 
Social 
Worker 
0 0 0.11 0 0.16 0 0 
0.27 
Total 133.01 105.97 61.43 110.82 115.21 139.74 224.26 890.44 
 
The highest savings of staff time were achieved for CNSs, equalled to nearly 871 working days over 18 
months. The second-high savings were achieved for Community Nurse, equalled to 8.2 working days, 
ĂŶĚƚŚĞŚŽƐƉŝƚĂůĐŽŶƐƵůƚĂŶƚƐ ?ǁŽƌŬŝŶŐĚĂǇƐ ?/ŶƚŽƚĂů ?ŶĞĂƌůǇ ? ? ? ? ?ĚĂǇƐŽĨƐƚĂĨĨ ?ƐƚŝŵĞǁĞƌĞƐĂǀĞĚ ? 
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Table 5: The cost of an hour of NHS staff by profession  
Professional 
Cost of 
staff (£/ hr) Monetized cost saving (18 months) 
CNS acute £23.00 £150,223.40 
Community Nurse £21.00 £1,370.88 
AHP £21.00 £148.50 
Social worker £39.60 £80.19 
GP £51.00 £979.20 
Hospital Consultant £75.00 £3,976.86 
Sub Total   £155,799.83 
A&E staff  £122.00 £353.80 
Total  £156,153.63 
 
It was reported that the Community Sister roles had taken more development time, in terms of 
establishing the definition of the roles and accurately recording activities. Therefore, cost savings for 
Community Sisters were estimated from records from 5-months where the breakdown by professions 
was available. The total saving for 5-months was £588.36. It was assumed from the available evidence 
that these 5-months were generally representative of savings across the duration of the intervention. 
These figures were therefore used for estimation of savings for the duration of the intervention 
((£588.36/5)*21=) £2471.10.  
Table 6: Savings of staff time from Community Sisters activities Dec 2017-Feb 2018 & May 2018-June 
2018 
 
CNS Acute 
Community 
Nurse GP Consultant Total 
Hours saved 13.27 1.56 3.87 0.71 19.41 
Total £ saved 305.28 32.71 197.24 53.13 £588.36 
Estimated for 21 
months 
1282.19 137.37 828.42 223.13 £2471.10 
 
There is clearly a difference in the magnitude of savings made by the CCCs and the Community Sisters, 
which could be because the Community SisterƐ ?ŝŶƚĞƌǀĞŶƚŝŽŶƐůĂƌŐĞůǇĐŽŶƐŝƐƚĞĚŽĨŚŽŵĞǀŝƐŝƚƐĂŶĚǁŚĞƌĞ
therefore less frequent. The values for time savings for Community Sisters might also be higher than the 
CCCs. For instance, whilst a CCC might save a GP consultation, a Community Sister would be more likely 
to prevent a home visit, which would be more costly. The Community Sister roles are also more flexible, 
in terms of the types of interventions possibly making it more difficult to estimate the impact on other 
service providers. In common with the CCC roles, it is likely that these records represent an under-
reporting of savings. 
The cost of aŶŚŽƵƌŽĨƐƚĂĨĨ ?ƐƚŝŵĞǁĂƐĞƐƚŝŵĂƚĞĚďǇƚŚĞDĂĐŵŝůůĂŶƐĞƌǀŝĐĞŵĂŶĂŐĞƌƐĂƐƐŚŽǁŶŝŶ Table 5 
above. When monetized, for CCCs these costs savings equalled to £156,153.63. However, to prevent 
double counting, A&E savings (£353.80) have been removed from the total, as these are calculated by 
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other methods. Similar to the savings for the Community Sisters, these 18-months of records are 
assumed to be representative of the whole 21-month intervention. When estimated over the duration 
of the intervention this is equal to ((£155,799.83/18)*21) £181,766.47. 
The total saving for both roles is therefore estimated as £184,237.57. However, it is important to note 
that these monetary savings would only be achieved if the resources were changed/adjusted 
accordingly, e.g. ward staff were moved to other positions or new members of staff not appointed.    
Also, the evidence from discussions with the managers and qualitative evidence suggests that some of 
the time savings might be considerably underestimated, especially those related to primary care. For 
instance, regarding the CCC intervention; the fact that patients did not have to visit their GP each time 
they needed a referral meant that GPs time was saved prior to the contact with the CCC, rather than as 
a result of their intervention.  
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Wider system and patient-specific benefits  
The analysis investigated the evidence on wider benefits for the system and patients achieved in all 7 
tumour groups.  
System-wide benefits: Saving time on 62-day pathways  
Waiting times for cancer treatments vary by country in the UK. In England, the 31-day target refers to 
the target for the maximum time from receiving diagnosis to first definitive treatment. The 62-day 
pathway in England is defined as beginning first definitive treatment following urgent GP referral. 
Figure 3: Infographic of 62-day pathway 
 
(https://www.cancerresearchuk.org/sites/default/files/cs_report_cwt.pdf. Downloaded 15.01.19) 
 
Compliance with the 31-day and 62-day pathways is regularly reported on within the Trust, and was 
explored by interrogating routinely collected data. Keeping the waiting times within the limits of the 
maximum 31-day to receive first definitive treatment following cancer diagnosis and 62-days from 
urgent GP referral to the beginning of the first definitive treatment for suspected cancer are considered 
as one of the major quality indicators of cancer care (NHS England, 2017).  
In the considered period of time, 84 patients experienced breaches on the 31-day pathway, and 372 
patients on the 62-day pathway. On average, the waiting time for cancer appointments extended by 1 
day on 31-day pathway and 1.5 days on 62-day pathway. We have explored the 62-day pathway in 
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detail, as this encompasses more aspects of the pathway, is reliant on good coordination and is likely to 
be the metric that is most affected by improving integration of services. 
As shown in Figure 4 below, overall, the number of breaches on 62-day pathway (for five cancer sites; 
colorectal, lymphoma, head neck, lung and prostate) dropped significantly from November 2016 and 
remained below the overall mean. This seems promising as the intervention is considered to have been 
 ‘ĨƵůůǇ-ůŝǀĞ ? ŝŶKĐƚŽďĞƌ ? ? ? ? ?ĂŶĚƚŚĞpattern of distribution obeys one of the statistical process control 
(SPC) zone rules (8 consecutive points falling above or below the centreline) indicating a trend due to 
assignable causes (Western Electric Company, 1956). 
Figure 4: Breaches on the 62-day pathway for colorectal, lymphoma, head neck, lung and prostate Jul 2015  ? Jun 2018 
 
 
When the individual pathways are considered, similar impact is seen in case of 62-day breaches on the 
prostate cancer pathway (Figure 5) and Head and neck cancer pathway (Figure 6).  There is an indication 
of a sustained special cause variation (i.e. reduction in breaches), shortly after the intervention. 
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Figure 5: Breaches on the 62-day pathway Prostate cancer 
 
Figure 6: Breaches on the 62-day pathway Head & neck cancer 
 
Following the intervention, compliance on the 62-day pathway national target (85%) measured as a 
percentage of patients seen within 62 days from referral, achieved 13 months in which breaches were 
above this threshold as shown in Figure 7 below. There is a sharp increase in compliance from 
November 2016 (1-month after implementation of the roles) and 85% is achieved in December 2016. 
Compliance achieved a level of 90% during March 2018, which is the highest point during the 
observation. 
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Figure 7: Compliance with the national target on the 62 day pathway (colorectal, lymphoma, head neck, lung and prostate). 
 
Although it is difficult to tell from just over 2-ǇĞĂƌƐ ? ǁŽƌƚŚ ŽĨ ĚĂƚĂ ? ƚŚĞ ƵŐƵƐƚ-October drop in 
compliance would appear to be a seasonal effect.  However, the 2017 data (post-implementation) 
demonstrates a less severe drop in compliance and a more rapid recovery: one-month decline followed 
by improvement, whereas the 2016 data demonstrates a 3-month consecutive decline. 
Additional data is available in the Intervention Matrix to indicate a potential assignable cause for these 
reductions in breaches. Based on the data collected in the Intervention Matrix, it is estimated that 1012 
(11%) of all CCC interventions contributed to savings of time on the 62-day pathway, thus the visible 
improvement in compliance from March 2017 till June 2017 and November 2017 till May 2018. 
The extended waiting times on the 31-day and 62-day pathways impacted not only patients, but also 
had implications to the Trust. The linkage of funding to targets such as the 62-day pathway is highly 
controversial as this can limit funds available to improve services and focus on other priorities [APPGC, 
2017]. However, as stated in the NHS Five Year Forward View for the purposes of incentivising 
achievement of the 62-day standard, this measure is linked to an element of the national 
 ‘dƌĂŶƐĨŽƌŵĂƚŝŽŶ ?funding available for cancer alliances that achieve the 85% target. Therefore, breaches 
can be equated to financial costs for the service, through potentially reduced allocations to the alliance. 
The exact monetary value for South Tees was not possible to elicit. However, total funding allocated for 
the Northern Cancer Alliance for 2018/19 was £6,991,000 [NHSE], and the allocation for South Tees 
would have amounted to a portion of this. 
There is good quality evidence that the new roles improved the speed of response and if not for the 
Macmillan intervention, the number of breaches ǁŽƵůĚŚĂǀĞďĞĞŶŚŝŐŚĞƌŚĂǀŝŶŐĂŶ ŝŵƉĂĐƚŽŶdƌƵƐƚ ?Ɛ
quality targets and potentially leading to reduced funding. The accounts of the interventions that 
resulted in savings of time on 62-day pathway are stated below: 
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  “WĂƚŝĞŶƚŝƐƚŽďĞƌĞĨĞƌƌĞĚƚŽƉĂůůŝĂƚŝǀĞĐŚĞŵŽƚŚĞƌĂƉǇďƵƚŶĞĞĚƐĂĚŝĂŐŶŽƐƚŝĐƚĞƐƚďĞĨŽƌĞŚĂŶĚ
however he is currently housebound but needs to have bloods done to allow for this test to go 
ahead.  Phoned the District Nurse and organised for them to visit patient to do the necessary 
bloods needed ? ?(Colorectal patient November 2017) 
 “Noted patient's pathology results are positive.  Phoned MDT tracker and added patient onto 
MDT for this week to avoid any delay in pathway. ? ?>ung cancer patient May 2017) 
 “WĂƚŝĞŶƚŝƐďŽŽŬĞĚŝŶĨŽƌƐƵƌŐĞƌǇŚŽǁĞǀĞƌŶĞĞĚƐƵƌŐĞŶƚĂŶĂĞƐƚŚĞƚŝĐĂƐƐĞƐƐŵĞŶƚ ?ŵĂŝůĞĚ
Consultant Anaesthetist to see if happy to have an extra in clinic this week.  Informed the 
daughter of the appointments also bearing in mind she can only attend on Fridays or Mondays 
so organised this for Friday which helps the daughter out.  Saving pathway time, CNS time. ?
(Lung cancer patient June 2017) 
Reduction in the number of non-attendances at appointments (DNAs) 
Another system-wide benefit gained by the intervention included preventing appointments being 
missed (Did Not attend; DNAs). The examples of cases when the DNAs were prevented include cases 
when CCCs reminded patients of the appointments dates/locations; or accompanied them in the 
hospital or re-arranged appointments by finding more convenient times. The reliability and validity of 
these events is supported by being qualitatively recorded by the CCCs in the Intervention Matrix:  
 “WŚŽŶĞĚƉĂƚŝĞŶƚƚŽŝŶĨŽƌŵŚŝŵŽĨŚŝƐDZ/ƐĐĂŶĚĂƚĞĂŶĚĐŽůŽŶŽƐĐŽƉǇĚĂƚĞƚŽĂǀŽŝĚĂŶǇE ?
Patient had a couple of queries which I managed to deal ǁŝƚŚ ?ƐĂǀŝŶŐE^ƚŝŵĞ ?
 “ŚĞĐŬŝŶŐƉĂƚŝĞŶƚ ?ƐďůŽŽĚƐŚĂǀĞďĞĞŶĚŽŶĞĂŶĚŚŝƐDZ/ĂŶĚdƐĐĂŶƐŚĂǀĞďĞĞŶĂƉƉŽŝŶƚĞĚ ?
Telephoned patient to inform him that his scans are tomorrow to avoid any DNAs 
 “WĂƚŝĞŶƚƉŚŽŶĞĚ ?ŝƐĐŚĂƌŐĞĚ ?ǁĞĞŬƐĂŐŽĂŶĚŶŽƚƌĞĐĞŝǀĞĚŚŝƐƌĞview appointment.  Checked 
system and informed patient of his forthcoming appointment.  Saving CNS and secretary time.  
ǀŽŝĚŝŶŐĂEŝŶŽŶƐƵůƚĂŶƚĐůŝŶŝĐ ? 
 “WĂƚŝĞŶƚƐŽŶƉŚŽŶĞĚǁĂŶƚŝŶŐƚŽŬŶŽǁǁŚĞŶŚŝƐŵƵŵdƐĐĂŶŝƐďŽŽŬĞĚĨŽƌĂƐŚĞŝƐǁĂŶƚŝŶŐƚŽ
organise his work load.  Checked the system and informed him that scan is tomorrow which he 
ǁĂƐŶŽƚĂǁĂƌĞŽĨ ?^ĂǀŝŶŐƚŝŵĞŽŶƉĂƚŚǁĂǇĂŶĚĂǀŽŝĚŝŶŐE ?
 “ŽŶƚĂĐƚĞĚďǇDƌƐ ?x], her husband has a pre-assessment for a surgical procedure today but had 
not received a letter to tell them where the appointment would be and were unsure where to 
ĂƚƚĞŶĚ ?ŝƌĞĐƚŝŽŶƐŐŝǀĞŶ ?ŝĨ/ŚĂĚŶŽƚĚŽŶĞƚŚŝƐƚŚĞƉĂƚŝĞŶƚŵĂǇŚĂǀĞE ?ĚƚŚĞŝƌĂƉƉŽŝŶƚŵĞŶƚ
and would have had to wait a further week to be re-ĂƉƉŽŝŶƚĞĚ ? ? ?>ƵŶŐĐĂŶĐĞƌ ?:ĂŶ ? ? ? ? ? 
Using the unit costs according to the 2017/18 and 2018/19 National Tariff Payment System Annex A, it 
can be assumed that the cost of one episode of DNA ranges from £71 - £231 depending on the type of 
appointment as shown in Table 7 below.  
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Table 7: The cost of DNAs by appointment type 
Procedure or item HRG 
category Unit cost 2017/18 (£) Assumptions (if any) 
Medical oncology £214 First appointment to the consultant-led 
clinic to see single health professional 
£231 First appointment to the clinic involving 
multiple professionals 
£105 Follow-up appointment to the clinic with a 
consultant 
£116 Follow-up appointment to with multiple 
health professionals  
MRI scan £114 MRI of one area, 19 years and over 
CT scan £71 CT scan of one area, 19 years and over 
Chemotherapy £299 Subsequent chemotherapy cycles, 
assuming that it is not oral treatment  
Radiotherapy £99 Fraction of a treatment of one area of the 
body 
 
With any new measurement system, there is period of bedding-in before the accuracy of the recorded 
data can be relied upon. Therefore for the CCC intervention we have used data from January 2017, and 
estimated that the mean outcomes can be applied across the whole of the intervention period. As 
shown in Table 8 below, between Jan 2017 and June 2018, 239 DNAs were recorded; however, we were 
unable to establish the exact type of these missed appointments, e.g. whether these were the first 
appointments with a consultant or follow-up appointments. For the purposes of this analysis it was 
therefore assumed that all DNAs to the outpatient clinic were the  ‘follow-up appointments to see 
multiple professionals ? and therefore were assumed to cost in total £ 27,724 (£116 per individual missed 
appointment).  
Table 8: The number of DNAs recorded between Jan 2017 to Jun 2018 
Tumour site Resource use Potential cost implications 
Colorectal 76 £8816 
Prostate  60 £6960 
Head  & Neck 58 £6728 
Lung 29 £3364 
Lymphoma 16 £1856 
Total 239 £27,724 
The available data for actual DNAs from routinely collected hospital-level data was not broken down 
into the procedure that was not attended (Table 8). However, this information was available from the 
IM recorded by the CCCs (Table 9). 
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To estimate the number of DNAs prevented, the qualitative data on the details of each intervention 
provided by the Macmillan staff between Jan 2017-Jun 2018 was analysed using content analysis. Only 
ƚŚĞŝŶƚĞƌǀĞŶƚŝŽŶƐůŝƐƚĞĚĂƐ “E ?Žƌ “ŵŝƐƐĞĚ ?ǁĞƌĞƚĂŬĞŶ into account. The number of DNAs, for which 
the evidence was extracted, that were prevented by the intervention is shown in Table 9 below.  
Table 9: Number of CCC and CNS interventions that resulted in preventing DNAs or patients missing appointments 
 Number of interventions with the 
evidence that DNA was prevented* Potential cost savings** 
Lung 8 A £950 
Colorectal 21B £1,870 
Prostate  39C £4,469 
AOS 6D £1,045 
Lymphoma 2E £232 
Head  & Neck 10F £1,025 
Total 86 £9,591 
*based on the assumption that the DNAs would not be accommodated within the existing capacity e.g. clinics to 
overrun or staff staying after hours and that they would cost the equivalent of the national tariff 
** All outpatient appointments were assumed to be the follow-up appointments to multiple health professionals 
A -included 1 CT scan, 1 lung procedure, 1 chemotherapy, 5 outpatient appointments 
B -7 CT scans, 1 colonoscopy, 1MRI, 10 outpatient appointments, 1 diagnostic test, 1 radiology app 
C- 33 outpatient appointments, 5 MRI scan, 1 CT scan 
D-3 outpatient appointments, 2 chemotherapy, 1 radiotherapy 
E-2 appointments 
F-3 PET scans, 7 outpatient appointments 
 
The analysis of the data from the Intervention Matrix suggests that 86 DNAs (both first time and follow-
up visits or diagnostic tests) were avoided thanks to Macmillan intervention. It should be noted that this 
finding is likely to be subject to under-reporting, further DNAs were likely to have been prevented, but 
not recorded.  
Using the cost assumptions as in Table 9, the overall estimated cost saving was £9,591 between January 
2017 and June 2018. If these savings are assumed to extend across the entire intervention period this 
would equate to ((£9,591/18)*21) £11,189.50. 
However, this estimate of financial impact on the service has to be treated with caution, as it is a 
common practise for the clinics to run with extra capacity, where a single missed appointment does not 
cause any disruptions, delays or most importantly, does not contribute to the loss in the Tariff. It is also 
worth considering that DNAs could have additional cost implications, more generally across the 
healthcare system. Current guidance recommends a referral back to the referring clinician (e.g. GP 
practice) after two consecutive initial DNAs, indicating that additional costs to the whole health care 
system could be avoided through reduction of DNAs. However, we did not have access to this 
information. 
The impact on A&E attendances  
In order to accurately reflect the impact that the Macmillan intervention had on the Trust two possible 
metrics were considered:  A&E attendances between Jul 2015  W Sept 2016 (prior to the intervention) 
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and Oct 2016  W Jun 2018 (post intervention); and hospital admissions for cancer patients. Unfortunately, 
the routine level data on hospital admissions proved to be too difficult to obtain in the time available 
due to the coding involved.   
The analysis was therefore performed using the A&E attendance data. In order to evaluate the trends 
related to the number of attendances, especially when the Macmillan intervention was fully 
implemented (October 2017), the data was first plotted using Statistical Process Control method to 
identify whether there was any obvious special cause variation, as shown in Figure 8 below. 
Figure 8: A&E attendances July 2015 to June 2018  
 
The rules of statistical process control (SPC) chart analysis describe two types of patterns. There are 
patterns that could either be considered to be common cause variation (caused by expected 
fluctuations) or special cause variations (expected to be caused by changes in the system that have a 
potentially discoverable and describable cause) for instance as the result of a systematic quality 
improvement measure (Western Electric Company, 1956). There are no signals of special cause 
variation, or any other indicators that there are assignable causes for unexpected situations following 
the intervention. It is therefore assumed that these variations represent a common variation in A&E 
attendances. However, caution should be observed regarding the period from July 2015 to January 
2016. There are 7 points below the mean value and it is not clear what the pattern was prior to July 
2015; if this was also below the mean it would be considered a special cause variation. As it stands, the 
data for this period could still be considered to represent unusually low A&E attendances, which 
increase to the highest number (716) in the data series in August 2016 (immediately prior to the 
intervention).   
Whilst the SPC analysis is inconclusive, there is additional evidence to support the relationship between 
the intervention and changes in A&E attendances and subsequent savings, as the quantitative findings 
are supported by qualitative investigation, intervention matrix (IM) records and the testing and 
refinement of programme theories. For instance, the following extract from the IM record indicates a 
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direct relationship, demonstrating how the CCC role can free up time for CNSs to deal appropriately with 
emergency situations, rather than patients resorting to A&E attendances. 
Attended clinic with Consultant.  Freeing time up for CNS to organise emergency 
admission/treatment for another patient 
dŚĞƐĨƌĞƋƵĞŶƚůǇĐĂƌƌǇŽƵƚĂĐƚŝǀŝƚŝĞƐƚŚĂƚĞŶŚĂŶĐĞƉĂƚŝĞŶƚƐ ?ƉƌĂĐƚŝĐĂůĂďŝůŝƚŝĞƐƚŽƐĞůĨ-manage such as 
coordinating care, offering advice on medication management and diet, and post-operative care. 
Patient phoned querying his discharge medication.  Advice sought from CNS and informed the 
patient 
Patient being seen in clinic.  I chatted to the wife and she asked for some dietary leaflets to be 
sent out to help with what he can and cannot eat.  Posted out bowel cancer diet leaflets and 
leaflets from Holistic Centre on their cooking classes 
CCCs are also active in case-findings and ensuring that patients are discussed by the team (rather than 
being lost in the system) and there are no avoidable delays in their care.  
After discussion with CNS, came across a cancer diagnosis pathology.  Added to MDT and 
emailed secretary to put patient into clinic to be informed 
New patient found by checking histology.  Added to infoflex and treatment book.  Added to MDT 
for new discussion to avoid any delay.   
A large number of contacts between CCCs and patients and their family members involve psychosocial 
support, information-giving and signposting to other services to improve abilities to self-manage health 
conditions. 
Went to see patient post-surgery on the ward to check she is ok.  Daughter present also.  Chatted 
about the operation and what happens next.  Psycho/social support...  Information giving/sign 
posting.   
Therefore, there is a wealth of evidence for the effectiveness of CCCs in supporting self-management. As 
demonstrated in the following extract from a recent report by The Health Foundation, the relationship 
between patients being supported to better manage their health conditions and less reliance on 
emergency services is well established. 
 “tĞĨŽƵŶĚƚŚĂƚƉĂƚŝĞŶƚƐǁŚŽǁĞƌĞŵŽƐƚĂďůĞƚŽŵĂŶĂŐĞƚŚĞŝƌŚĞĂůƚŚĐŽŶĚŝƚŝŽŶƐŚĂĚ ? ?A?ĨĞǁĞƌ
emergency admissions than the patients who were least able to. They also had 32% fewer 
attendances at A&E, were 32% less likely to attend A&E with a minor condition that could be 
ďĞƚƚĞƌƚƌĞĂƚĞĚĞůƐĞǁŚĞƌĞ ? 
(Deeny et al, 2018) 
Interrupted time series analysis on A&E attendance data 
Interrupted time series (ITS) methods represent a more precise approach than SPC charts to 
determining the effect of an intervention on a specific outcome of interest. These methods were used to 
 51 
 
analyse the A&E data for cancer related attendances between Jul 2015 & Jun 2018. It was assumed that 
the intervention occurred during September 2016, once recruitment and training had taken place. 
October 2016 is taken as the first data point post-implementation.  
Using monthly A&E attendance data for all patients with a primary cancer diagnosis, effects were 
calculated for 6-months, 12-months and 21-months post-intervention. This approach is sensitive to the 
incremental changes in outcomes that are often observed as interventions develop and are embedded 
into routine working practices. The findings from qualitative data analysis support this approach. As the 
roles of the CCCs and Community Sisters were novel initiatives, which evolved over time to suit the 
environment that these individuals found themselves operating in. 
Before the intervention there was a trend in the slope of an increase of 9.512 attendances every month, 
which became a negative post-intervention trend of -0.649 (p=0.001).  This finding indicates that prior to 
the intervention there was a month-on-month increase in A&E attendances for all cancer patients. After 
the implementation of the new roles there was a slight, yet statistically significant month-on-month 
reduction in attendances.  The overall difference between the pre-intervention trend and the post-
intervention trend is -10.161 cases per month. 
The following findings show an estimate of the difference between the actual A&E data and the forecast 
of the number of attendances that would have been expected to occur without the intervention at 
different time periods post-intervention. Note that these do not directly equate with the changes in the 
overall trend as they relate to specific time points rather than the entire data set. The average per 
month is given below; note all values demonstrate larger changes at these specific time points than 
indicated in the overall trend estimate. Also note that the rate of change seems to be reducing over 
time.  
x Six month absolute level effect is a decrease of 93.311 cases (p=0.01; 95% CI=-24.4387 to  
-162.183). Mean reduction per month=15.55 cases. 
x Twelve month absolute level effect is a decrease of 154.276 cases (p=0.002; 95% CI=-60.489 to  
-248.063). Mean reduction per month=12.86 cases. 
x Twenty-one month absolute level effect is a decrease of 245.721 cases (p=0.001; 95% CI= 
-108.335 to -383.107). Mean reduction per month=11.70 cases. 
For all post-intervention time periods there are no positive values in the calculation of confidence 
intervals, which would strongly indicate that the intervention resulted in a decrease in A&E attendances 
(i.e. there is a 95% probability that the range of values expressed in the confidence intervals contains 
the true value). At 21 months post intervention we can say with a very high degree of certainty that 
these results have not occurred by chance (i.e. less than one in a thousand chance that the results are 
false). 
The trends are illustrated in the graphs below. The vertical blue line denotes the start of the 
intervention (October 2016). Figure 9 shows the observed number of A&E attendances for all cancer 
patients. Figure 10 shows the smoothed figures (9-month rolling average) to demonstrate the general 
trends, whilst leaving out the fine scale monthly variations. Figure 11 shows the pre- and post-
intervention trend lines (blue lines) and the forecast trend (red line).   
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Figure 10: A&E attendances for all cancers 9-month rolling average 
 
 
Figure 11: Forecast slope for A&E attendances for all cancers pre and post intervention 
 
As can be seen in Figure 11 as the forecast and the observed data diverge there is an accumulated 
difference, which represents potential savings. Whilst there is a level effect of 245.721 cases at month-
21 after the intervention, this is zero at the time of the intervention (month-0). Therefore, to estimate 
the impact of the intervention over the period of the evaluation, a simple, linear slope equating to a 
reduction of 245.721 cases at 21 months and 0 reduced cases at the intervention point was applied (see 
Figure 12). Assuming a cost of £148 per A&E attendance (Reference Cost Data 2016/17) this could 
equate to a saving of £381,850.43 ((245.721*21)/2=2,580.071 cases) over the evaluation period. Whilst 
a slightly more sophisticated model (imputing values, based on the 3 level effect calculations) suggested 
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a higher figure of 2,849.653 cases, both have drawbacks and we decided to proceed with the more 
conservative estimate of 2,580.071 cases for the ROI calculation. 
 
Figure 12: Diagrammatical representation of A&E cost saving calculation 
 
 
To estimate potential cost savings to the acute care system, we have considered what impact the 
observed change might have over a 12-month period. At 21-months post-intervention, the estimated 
difference between the observed and forecast A&E attendances equated to a reduction of 245.721 
cases per month (2948.65 cases per year).  Assuming that this difference continues for the following 12-
months and a cost of £148 per A&E attendance (Reference Cost Data 2016/17) this could equate to a 
potential saving of £436,400.50 per year.  
 
It is important to recognise that the magnitude of the observable effect of the intervention is somewhat 
diluted in the evaluation of changes to A&E attendances, which is for all cancer-related A&E 
attendances, whilst CCCs where only implemented in 5 cancer specialties. Attendance costs, rather than 
admission costs, are used for the valuation as we have no information about the nature of admissions or 
what happened to patients once admitted. Therefore, this is likely to be a considerably conservative 
estimation of costs. It should also be recognised that the SPC chart demonstrated an increase in A&E 
attendances immediately prior to the intervention from a long run of months where attendances were 
below the mean. This could represent an anomaly in the data series, resulting in a steeper forecast 
trend-line than should be expected and subsequently an overestimate of the effect of the intervention. 
The model would therefore benefit from more retrospective data.   
 
Non-elective admissions: Whilst not able to explore admissions data, we could assume that the national 
rates for conversion of an A&E attendance to emergency admissions apply. According to 2017-2018 
national data, the average conversion rate is 28.655% of all A&E attendances at major A&E departments 
resulting in an admission.  This would equate to a potential reduction of 844.94 emergency admissions 
per year (28.655% of 2948.65 cases). Assuming the national average non-elective inpatient cost of 
£1,590 (Reference Cost Data 2016/17) this represents a possible additional saving of approximately 
£1.3M/year (£1,343,454.60). 
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Holistic Needs Assessments (HNAs) 
The evidence of other benefits, that were not possible to monetize were also verified. One of which is 
the increase in the number of Holistic Needs Assessments (HNAs) offered and reducing the time taken 
for individual appointments due to CCCs involvement. ƐƐƚĂƚĞĚďǇWƌŽũĞĐƚDĂŶĂŐĞƌƐ ?ŝŶĚŝǀŝĚƵĂů ?Ɛ,E
used to take 2-3 hrs, but thanks to the input from CCCs, who complete all the necessary administration 
tasks, and collect information during extended conversations with patients, it now takes 20 minutes. 
Also, they noted that each session is more productive, and patients are able to raise more concerns. 
From March 2018 HNA is being offered to all patients.  
Patient travel costs 
Moreover, if we extend the boundaries of the evaluation to include economic benefits for patients, 
there is evidence that specific patient-related benefits were achieved; specifically including savings on 
patient travel/time. The data collected as part of Intervention Matrix suggest that between Jan 2017 and 
Jun 2018, 1010 interventions resulted in savings of patient travel and time. The distinction of whether 
ƚŚĞƉĂƚŝĞŶƚ ƚƌĂǀĞůǁĂƐ  “ƐĂǀĞĚ ?ǁĂƐŵĂĚĞďǇ ƚŚĞƐĂƐƉĂƌƚŽĨ ƌĞĐŽƌĚŬĞĞƉŝŶŐ  ?/ŶƚĞƌǀĞŶƚŝŽŶMatrix) 
and verified by the CNS. Some examples are shown below. 
 “WĂƚŝĞŶƚŝƐĐŽŵŝŶŐŝŶĨŽƌ surgery and has colorectal pre-assessment booked however patient will 
also need JCUH general pre-assessment prior to surgery.  Organised this for the same day, 
ƐƚƌĂŝŐŚƚĂĨƚĞƌĞĂĐŚŽƚŚĞƌƚŽĂǀŽŝĚƵŶŶĞĐĞƐƐĂƌǇǀŝƐŝƚƐƚŽƚŚĞŚŽƐƉŝƚĂů ? 
 
 “WĂƚŝĞŶƚ ŝƐ ďĞŝŶŐ ƐĞĞŶin Guisborough Hospital today.  I faxed across his blood results as not 
ĂǀĂŝůĂďůĞůĂƐƚƚŝŵĞƚŽǀŝĞǁƚŽƐĂǀĞƵŶŶĞĐĞƐƐĂƌǇ,ŽƐƉŝƚĂůǀŝƐŝƚ ? 
 
It is recognised that there is wide variation of travel distances; making the analysis methodologically 
challenging. Cases were identified which indicated that patients travelling from as far as Hull (return 
travel distance approximately 200 miles) or the Yorkshire Dales (return travel distance approximately 
100 miles) to attend their appointment are common. 
The most accurate method to estimate the cost benefits from avoiding unnecessary travels for patients 
would be by obtaining data on travel mode and distances directly from the patients for whom CCCs 
intervention deem to have saved the need for travel. The alternative method would be to obtain 
postcode data for a sample of patients from System One records, in order to make the assumptions for 
the entire cohort.  
Unfortunately, both methods proved to be difficult to achieve within the time available, therefore, it 
was assumed that all patients were living within the area of  ? ? ŵŝůĞƐ ? ƌĂĚŝƵƐ ĨƌŽŵ ƚŚĞJames Cook 
Hospital; therefore, a return journey to hospital by car would take 2 ŚŽƵƌƐŽĨƉĂƚŝĞŶƚ ?ƐƚŝŵĞ ?
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Table 10. Number of interventions that resulted in travel savings for patients 
 Number of interventions Potential cost savings* Potential time saving (hrs) 
Lymphoma 559 £22,360 1118 
Colorectal 143 £5720 286 
Lung 101 £4040 202 
Prostate 73 £2920 146 
Head  & Neck 70 £2800 140 
AOS 49 £1960 98 
CUP 15 £600 30 
Total 1010 £40,400 2,020 hrs 
*The assumption was made that an a visit to hospital would on average cost a patient £40 per return visit by car, and take 2 
hrs, but a more accurate estimate would have been achieved if the data on travel distances was available for each case (or a 
representative mean could be calculated) 
 
If these estimates are extended to the duration of the intervention then the potential cost savings for 
patients could be ((£40,400/18)*21=) £47133.33 (and saving approximately 2,500 hours of travel time). 
However, due to the level of uncertainty and suggestions from the management that there is a lot of 
variation in the patient travel and time data, the results have to be treated with extreme caution. 
However, they were deemed important, as they indicate yet another positive aspect of the Macmillan 
intervention that needs to be explored in more detail. 
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ROI Summary and Sensitivity Analysis 
Non-financial returns 
The following is an assessment of the economic impact of the workstream. However, it should also be 
recognised that this should also be viewed in the context of the benefits to people affected by or living 
with cancer that are noted in other sections of this report. Individual benefits from patient and family 
perspectives were not measured as part of this evaluation. However, proxy measures, such as waiting 
times indicate a positive effect for service-users, and qualitative feedback identified specific ways in 
which patient and family experiences improved. For instance, the increase in holistic needs analyses and 
telephone follow-ups to maintain contact with patients and reduce the need for unnecessary visits to 
hospital are evidenced. Whilst not quantified in this report, these benefits potentially represent 
significant areas of return for the investment in the new roles.  
Financial returns not included 
As we do not have direct evidence of reduced admissions following an emergency attendance; changes 
to non-elective admissions have not been included in the ROI or sensitivity analysis. However, this is 
potentially the area of greatest fiscal benefit for the health economy; our estimates indicate that 
approximately £1.3M per year could be saved from reduced admissions as a result of reduced A&E 
attendances.  
Set-up costs 
It is reasonable to assume that the implementation and development of these new roles was 
ƉĂƌƚŝĐƵůĂƌůǇƌĞƐŽƵƌĐĞŝŶƚĞŶƐŝǀĞ ?ĂŶĚĂƉƌŽƉŽƌƚŝŽŶŽĨƚŚĞ ‘ŝŵƉůĞŵĞŶƚĂƚŝŽŶƐƚĂĨĨ ?ĐŽƐƚƐĐŽƵůĚďĞƌĞŐĂƌĚĞĚ
as sunk costs, which would not be required to this extent if the roles were spread to other organisations 
or scaled-up in the current Trust. For the purposes of this evaluation, the break-even point for this pilot 
programme has been calculated for current staffing levels and includes development and 
implementation costs. However, an additional cost that has not been included (as specific information 
was not available) is the time required by CNSs to train and supervise CCCs; particularly as each CCC 
needs to develop their role to fit into each specific clinical cancer site service. 
Return on investment 
Using the costs and savings from row F in Table 11 below (i.e. full staff costs for development, 
implementation and delivery and savings for the healthcare system), the programme provides a £1.05 
return for each £1.00 invested over 21 months (£26,768.45). According to these calculations the break-
even point (£2,346.64 return) for the South Tees pilot programme occurs in month-13 after 
implementation (November 2017). If the development and implementation costs are not included (i.e. 
costs of service-delivery roles only), then the programme has far exceeded the break-even point at 21-
months, with a return of £1.12 for every £1.00 invested (£64,107.25). 
Sensitivity analysis  
The following sensitivity analysis is provided to demonstrate how the inclusion or exclusion of costs and 
savings affect the final return on investment calculation. It is worth noting that there are important 
areas of potential economic benefit, which could not be measured or valued in this evaluation; so the 
returns on investment should be considered to not be representing the full range of benefits. However, 
 58 
 
ƚŚĞƌĞŝƐŐŽŽĚĞǀŝĚĞŶĐĞĨŽƌƚŚĞŝŶĐůƵƐŝŽŶŽĨ ‘ŽƚŚĞƌƐƚĂĨĨƚŝŵĞ-ƐĂǀŝŶŐƐ ? ? ‘ ?ƐĂǀŝŶŐƐ ?ĂŶĚ ‘EƐĂǀŝŶŐƐ ? ?/ƚ
ƐŚŽƵůĚ ĂůƐŽ ďĞ ŶŽƚĞĚ ƚŚĂƚ ƚŚĞƌĞ ŝƐ ƐƚƌŽŶŐ ƋƵĂůŝƚĂƚŝǀĞ ĞǀŝĚĞŶĐĞ ƚŽ ƐƵƉƉŽƌƚ ƚŚĞ ĂƐƐƵŵƉƚŝŽŶ ƚŚĂƚ  ‘ŽƚŚĞƌ
staff time-ƐĂǀŝŶŐƐ ?ĂŶĚ ‘EƐĂǀŝŶŐƐ ?ĂƌĞĐŽŶƐŝĚĞƌĂďůǇƵŶĚĞƌ-ƌ ƉŽƌƚĞĚ ?/ƚƐŚŽƵůĚĂůƐŽďĞŶŽƚĞĚƚŚĂƚ ‘ ?
ƐĂǀŝŶŐƐ ? for reduced attendances are likely to be under-valued, and these exclude admissions. 
ƐĚĞŵŽŶƐƚƌĂƚĞĚŝŶƚŚĞĨŽůůŽǁŝŶŐƚĂďůĞ ?ƚŚĞ ‘ ?ƐĂǀŝŶŐƐ ?ĂƌĞƚŚĞĂƌĞĂŽĨŚŝŐŚĞƐƚƌĞƚƵƌŶ ?ǁŚŝĐŚƚŚĞƌĞĨŽƌĞ
have a considerable effect on the overall level of return and break-even point.  However, it is useful to 
consider that if only the costs of the new roles are considered and areas of saving are restricted to 
 ‘ŽƚŚĞƌƐƚĂĨĨƚŝŵĞ-ƐĂǀŝŶŐƐ ?ĂŶĚ ‘EƐĂǀŝŶŐƐ ? ?ǁŚŝĐŚĂƌĞůŝŬĞůǇƚŽďĞĐŽŶƐŝĚĞƌĂďůǇĐŽŶƐĞƌǀĂƚŝǀĞĞƐƚŝŵĂƚĞƐ ?
the return on investment is £0.38 for every £1.00 invested over 21 months. When A&E savings are 
included, this becomes a return of £1.12 for every £1.00 invested over 21 months. These financial proxy 
returns should also be balanced against the value that service providers, commissioners and service-
users and their families place on improved quality of services (e.g. see qualitative evaluation), for 
instance the improvement in the 62-day pathway compliance. 
Table 11: Sensitivity analysis for ROI, at 21-months post-intervention 
 Costs Savings Return on Investment 
 Cost of roles Implementation 
staff 
Other staff 
time-savings 
A&E Savings DNA 
savings 
Patient 
travel 
ROI 
Ratio 
ROI £ 
A £513,170.25 £37,338.80 £184,237.57       0.33 -£366,271.48 
B £513,170.25 £37,338.80 £184,237.57   £11,189.50   0.35 -£355,081.98 
C £513,170.25  £184,237.57      0.36 -£328,932.68 
D £513,170.25  £184,237.57   £11,189.50   0.38 -£317,743.18 
E £513,170.25 £37,338.80 £184,237.57 £381,850.43     1.03 £15,578.95 
F £513,170.25 £37,338.80 £184,237.57 £381,850.43 £11,189.50   1.05 £26,768.45 
G £513,170.25  £184,237.57 £381,850.43   1.10 £52,917.75 
H £513,170.25  £184,237.57 £381,850.43 £11,189.50    1.12 £64,107.25 
I £513,170.25 £37,338.80 £184,237.57 £381,850.43 £11,189.50 £47,133.3  1.13 £73,901.78 
J £513,170.25  £184,237.57 £381,850.43 £11,189.50 £47,133.33 1.22 £111,240.58 
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Usefulness of the Intervention Matrix (IM) 
Introduction to the IM 
The intervention Matrix is an information spreadsheet designed to record the activities of the CCC and 
Community Sister roles. In addition to recording intervention activities, it also records counterfactual 
evidence for the value of the roles (e.g. saving time for other health service providers). 
The following are the headings useĚŝŶƚŚĞ/ŶƚĞƌǀĞŶƚŝŽŶDĂƚƌŝǆ ?/D ? ?ŶĞǆĂŵƉůĞŽĨĂ ‘ƉŝĐŬ-ůŝƐƚ ?ĨƌŽŵƚŚĞ
reduced IM spread sheet is shown in appendix 3. 
Table 12: Headings for the full Intervention Matrix 
Date  
Stage of 
pathway 
Type of 
Intervention 
Level of 
Intervention 
Professionals / 
services 
involved 
Time taken 
for the 
Intervention 
to succeed 
(minutes) 
Time saved 
due to the 
intervention 
Cost  
 
Cost x time 
saved 
Who benefited 
from the 
Intervention? 
Outline (text 
description) 
Ongoing Journey Diagnosis 
Time saved on 
pathway 
 
©Macmillan ICC Programme & South Tees Hospitals NHS Foundation Trust. Prepared by Kay Dover, Mac ICC 
Programme Service Improvement Lead and Charlotte Lambert, MacICC Programme Support Officer. 
 
Table 13: Headings for the reduced Intervention Matrix 
Hospital ID CCG Area  Date  
Type of 
Intervention 
Professionals / 
services 
involved or 
saved time for 
Time saved 
(professionals) 
due to your 
intervention 
Outcome of 
Intervention 
©Macmillan ICC Programme & South Tees Hospitals NHS Foundation Trust. Prepared by Kay Dover, Mac ICC 
Programme Service Improvement Lead and Charlotte Lambert, MacICC Programme Support Officer. 
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CCC use of the IM 
It was generally appreciated that the IMs cannot give the full picture of what the CCCs role involves. The 
role is holistic, evolving and innovative which means that the CCCs can spend a great deal of their time 
with small number of patients with complex needs, providing support, coordination and advice that is 
difficult to quantify; while the IM only represents the remit of their work and their tasks quantitatively. 
The variation in numbers of patients seen compared to complexity of patients can also vary by cancer 
site, making comparisons misleading. However, it should be recognised that there were text fields for 
short descriptions of activities. 
The IM was recognised to take a lot of time to complete, which impacts on the efficiency of the roles. 
However, it has been recognised as a useful tool to monitor the focus of the role as it developed and to 
ensure that the role remains well defined and that the CCCs are not starting to carry out tasks that 
should be covered by other roles. Feedback to the CCCs has helped them to appreciate the value of 
collecting the information in the IM, for instance when they see that it has saved money for the Trust. 
 “dŚĞ ŵĂƚƌŝǆ ǁĞ ?ǀĞ ĚŽŶĞ ĨŽƌ ƚǁŽ ǇĞĂƌƐ ? ĂŶĚ ĞǀĞƌǇ ƐůŝŐŚƚ ŝŶƚĞƌǀĞŶƚŝŽŶ ƚŚĂƚ ǁĞ ?ǀĞ ĚŽŶĞ ĨƌŽŵ Ă
phone call to seeing someone in the corridor we have to document everything and it was time 
consuming. We had to put who benefited from our action, was it consultant, was it GP, patient, 
ƌĞůĂƚŝǀĞ ?tĞŚĂĚƚŽǁƌŝƚĞǁŚĂƚǁĞĚŝĚ ?ƚŚĞƚŝŵĞŝƚƚŽŽŬƵƐ ?ǁŚŽǁŽƵůĚŚĂǀĞĚŽŶĞŝƚŝĨǁĞǁĞƌĞŶ ?ƚ
ƚŚĞƌĞ ?^ŽƚŚŝƐŝƐƚǁŽǇĞĂƌƐŽĨĞǀĞƌǇƚŚŝŶŐǁĞ ?ǀĞĚŽŶĞĨƌŽŵĐŽŵŝŶŐƚŽǁŽƌŬƚŽŐŽŝŶŐŚŽŵĞǁĂƐŶ ?ƚ
it? It was horrible.  But we now appreciate when we've see the final data why it was so 
ŶĞĐĞƐƐĂƌǇďĞĐĂƵƐĞǇŽƵĐĂŶ ?ƚũƵƐƚŵĂŬĞĂũŽďƵƉǁŝƚŚŽƵƚƉƌŽǀŝŶŐǁŚĂƚŝƚ ?ƐǁŽƌƚŚ ?ƐŽǁĞƐĂǁƚŚĞ
time it saved on the pathway. We've seen the amount ŽĨŵŽŶĞǇŝƚƐĂǀĞĚƚŚĞdƌƵƐƚ ? ? ?CCC focus 
group) 
Community Sister use of the IM 
The Community Sisters were involved in evolving the IMs. This evolution resulted in a narrower set of 
outcomes and was dependent on understanding the development of the role. 
 “It's a lot better than it was. We kind of like tweaked it a couple of months ago, in hindsight we 
should have done it a long time ago. Because it would have been a little bit more easier to read 
ĂŶĚƉƌŽďĂďůǇďĞƚƚĞƌŝŶƚŚĞŽƵƚĐŽŵĞ ?ƵƚǁĞũƵƐƚŵĂĚĞŝƚŵŽƌĞ specific ?ĂďŽƵƚƚŚĞŽƵƚĐŽŵĞ  ? 
it could include loads of things but ultimately, in the end, who do we save time for and what was 
the outcome for that patient. Whether it was save a GP time, avoid hospital transportation, 
avoid clinic appointments, consultation time, GP practise nurse, community nurse. So it's very 
specific, if you looked at each patient individually you can look at the outcome and it can tell you 
ǁŚĂƚǁĞĚŝĚďĂƐŝĐĂůůǇĂŶĚŚŽǁǁĞƐĂǀĞĚƚŝŵĞ ? ? ?W ? ? 
 “/ƚŚŝŶŬǁŚĞŶǁĞĨŝƌƐƚƐƚĂƌƚĞĚǁŝƚŚƚŚĞ/DƐ ?I mean the IMs another thing that's developed over 
time and we've switched- swapped and changed what works and what doesn't and I think that 
/D ?ƐĂůǁĂǇƐŐŽŝŶŐƚŽďĞƐƵďũĞĐƚŝǀĞ ? ? ?W ? ? 
 “it's a lot quicker now isn't it? It was a full-time job. Yeah [01: NighƚŵĂƌĞ ? ? ? ?W ? ? 
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The Community Sisters mentioned a lack of feedback about how the IM was being used at senior levels 
to describe their role. They were uncomfortable about the IM being used for this purpose as they 
considered it to be an inadequate tool for this purpose.  
 “dŚĞǇƉƌĞƉĂƌĞƚŚĞƐĞƌĞƉŽƌƚƐďĂƐĞĚĂƌŽƵŶĚƚŚĞ/DƐŽĞǀĞƌǇƚŚƌĞĞŵŽŶƚŚƐƚŚŝƐƌĞƉŽƌƚ ?ƐƉƵůůĨƌŽŵ
the IM and apparently this report goes to board. And we sit and wonder what goes on in board 
meetings [01: We never get invited] and how people are, how people in this board room, how 
are we being perceived in that board room about what we're doing in community? And we just 
feel kind of passionate that you know, there needs to be a bit more about what's going on, not 
just this horrible Excel spreadsheet that ǁĞŚĂǀĞƚŽĨŝůůŝŶĞǀĞƌǇŵŽŶƚŚ ? ? ?W ? ? 
Summary of use of the IM 
Although the Intervention Matrix (IM) could only capture a fraction of the benefits of the 
implementation of the roles, it was particularly useful for the evaluation as it provided good quality, 
validated empirical evidence for the efficiency savings produced by the roles. The short textual 
descriptions provided strong evidence for constructing hypotheses about the ways in which the roles 
contributed to more efficient services. These hypotheses supported the quantitative elements of the 
evaluation by providing rationale for observed changes in key outcomes.  
Examination of the quality and type of evidence provided by the IM indicated that it was easier to 
complete for the CCCs than the Community Sisters. This seemed largely due to the differences between 
the roles and difficulties in assessing the time-savings for a wide variety of primary, community and 
acute services.   
It should be noted that completion of the IM was considered to be time-consuming and could have 
significantly reduced the effectiveness of the roles. However, during the early stages of the 
implementation it is important to understand whether the roles are working effectively. The value of the 
IM data in demonstrating the benefits of the roles should not be underestimated as without this, much 
of the evaluation would have relied on assumptions and recollections rather than validated 
contemporaneous reports. We would therefore recommend the collection and evaluation of the full set 
of variables and text included in the IM during the early stages of implementation.  
The collection of IM data might also have had an influence on the effectiveness of the roles, by 
promoting self-reflection and accountability for activities. Whilst it could not be assessed within this 
evaluation, there could therefore be benefits in promoting the collection of IM data for any staff that 
are new in post. However, in the longer-term it should be possible to reduce the data collection (e.g. 
remove the need for text descriptions) and/or put in place proxy measures, which would indicate any 
significant changes in the ways that the roles operate.  
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Discussion  
By exploring multiple data sources, we have been able to identify a wide range of different areas where 
the Macmillan Cancer Support could have had an impact. However, while we consider the analyses 
conducted to be the most robust possible given the available data, there are numerous limitations with 
this analysis which limit the ability to draw strong conclusions as to the effectiveness of the Macmillan 
intervention.  
It could be considered a weakness of the evaluation that both roles were implemented simultaneously 
and therefore it is not possible to completely disaggregate the costs and benefits of each role. However, 
it was clear from engaging with the post-holders, their colleagues and service-users that there is a 
complimentary relationship between the roles; particularly regarding flexibly linking holistic community 
nursing with acute care. It therefore could be argued that it is necessary, or at least advantageous to 
implement the two roles together to achieve the benefits demonstrated in this report. It is also worth 
noting that there were not particularly clear-cut pre-post intervention periods. The roles were 
developmental (particularly the Community Sisters) and benefits were gradually realised as the roles 
were defined and  ‘ďĞĚĚĞĚŝŶ ?ƚŽůŽĐĂůƐĞƌǀŝĐĞƉƌŽǀŝƐŝŽŶ ?  
It should be recognised that approximately 7% of total salary costs for the workstream (£37,338.80) 
were associated with management and administration for implementation and development of these 
new roles. This factor also has an impact on the business case for these roles to continue in South Tees, 
as these implementation and development costs would not be required on an ongoing basis. It should 
also be considered that if the intervention were to be rolled out to other situations, then 
implementation and development costs would be expected to be significantly reduced, and should be 
estimated for each new context; as much of the necessary development work has been carried out. It 
should also be considered that individual organisational overheads and estimated staff travel costs could 
be added to the salary costs.  
Whilst the Intervention Matrix tended to provide data that was reliable and verified, there seemed to be 
significant difficulties in recording all instances of cost savings and this was time consuming for members 
of staff, thereby having an impact on their efficiency. Savings in  ‘other staff-time costs ? as a result of the 
new roles were considered, and these equalled £184,237.57. However, these are considered to be 
considerably under-estimated. Whilst the evidence for prevented DNAs is recorded in detail, indicating 
that the data are reliable and valid, converting this into financial benefits for the Trust could not be 
achieved with great accuracy. However, taking into account the assumptions made, savings from 
evidenced reductions in DNAs was estimated to be £11,848.  
As discussed previously, there is evidence of important system-wide benefits, for example, in relation to 
the breaches on the 62-day pathway. As presented in Graphs 1-4, the data appear to show improved 
trends in these metrics, especially in case of prostate and head & neck cancer. However, it was not 
possible to assess the financial impact of reducing the 62-day pathway breaches for the Trust. 
The ITS analysis for all cancer related A&E attendances suggests that there is highly statistically 
significant evidence that there is a cumulative effect of the intervention, preventing the upward trend 
and resulting in a month-on-month reduction in A&E attendances. At 21 months post intervention this 
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resulted in a reduction of approximately 246 cases per month. This equates to a potential saving of 
£381,850.43 over the evaluation period, which is likely to be a conservative estimate as reference costs 
for attendances only were used, owing to lack of data regarding the nature of the admissions.  
The important areas, that need further exploration, include the impact of the intervention on hospital 
length of stay and cancer-related hospital attendances. Service-users and their family members were 
highly appreciative of the service and exercises could also be conducted to assess the value for these 
stakeholders and apply financial proxies for these benefits. 
Conclusion 
As the running costs (staff salaries only) are exceeded by the month-on-month returns on investment, 
and the programme is in a steady-state, it is reasonable to assume that appropriate increased capacity 
(i.e. providing adequate Community Sisters for the geographical area and expanding CCC roles to all 
cancer sites) will result in incremental cost savings for the health-care system. Future programmes will 
also expect a break-even point that is sooner than demonstrated in this pilot programme. The non-
financially quantified improvements in quality of care and patient/family experience will also be 
expected to increase as the roles saturate the system and become better integrated. 
The roles were highly valued by the colleagues, service-users and family member consulted.  
There are clear and justifiable theories for how the roles create improved experiences for people 
affected by cancer and their families, and how the work experience of other health care professionals is 
improved. There are notable gaps in service provision that the roles fulfil. There is evidence that the 
holistic and flexible approaches of the Community Sisters allows PABC and their families to quickly 
become more resilient, resume a sense of normality and receive advice and support for navigating 
services.  
The Coordinator roles allow clinically trained members of staff to focus on levels of tasks that are more 
suitable to their experience and training, and improve the speed of services and user experiences. The 
roles have proved to be innovative, as previous roles linked to poorly coordinated health service 
processes rather than developing relationships with patients and coordinating service from the 
perspective of patient experiences. They are continuing to evolve and as such provide a platform for 
further improvements in cancer care pathways, potential efficiency savings and enhanced experiences 
of PABC. 
Limitations of the evaluation 
There are a number of limitations to this evaluation. The qualitative component was limited by 
difficulties in recruiting adequate numbers of PABC and their family members. Those that were recruited 
to the focus group had no experience of the Coordinator roles; although they had useful experience of 
the Community Sisters.  Therefore, qualitative evidence for the Coordinator roles was only gathered 
through members of staff, albeit from a wide variety of roles. 
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One of the limitations of this evaluation is that it has been restricted to available data sources such as 
all-cancer-related A&E attendances, and outpatient appointments missed. In order to fully analyse the 
impact of the Macmillan intervention, patient level data across all of the possible metrics of impact 
would be required, possibly using the Social Return on Investment (SROI) methods to explore the impact 
of the intervention from the point of view of all key stakeholders. One of the key outcomes for the 
programme was clearly service quality improvement, faster treatment and better patient and family 
experience. However, there were limited data available to quantify these factors and very little 
opportunity to apply financial proxies to these potential benefits. Therefore, these broader benefits are 
not represented in the return on investment analysis. 
Whilst the access to routinely collected data, and the type of data was particularly useful, and more 
comprehensive than we would normally expect for a rapid evaluation, there were some issues with 
completeness and quality. It should also be noted that, owing to data availability, time periods for 
evidence of benefits and the costs are not always contiguous. This resulted in some extrapolation, which 
relied on assumptions about the representativeness of the available data over time-periods. 
As this is an evaluation of a workstream within an open-system, there could be other causes for some of 
the recognised benefits, particularly other activities within the Integrated Care Programme. However, 
through extensive stakeholder engagement, we have endeavoured to uncover any notable activities 
that might have had an effect on any of the measured outcomes. 
To estimate the total cost directly related to the intervention, only the salary costs of staff were 
considered (e.g. no ĞŵƉůŽǇĞƌ ?ƐEĂƚŝŽŶĂů/ŶƐƵƌĂŶĐĞ ?overheads or travel).  
We have made every effort to explore the potential for confounding factors influencing the evaluation 
findings and to generate and test hypotheses for causal links between the programme and observed 
outcomes. However, we cannot be certain that changes in outcomes were due solely to the programme. 
The change in A&E attendances is probably the outcome that could be most susceptible to changes due 
to external contexts, although we did not find any alternative explanations for the observed findings. 
However, the difference between observed and forecast A&E attendances could have resulted from 
unusually low levels returning to expected levels immediately prior to the intervention. To test for this 
effect, data from earlier before the intervention could be introduced to the model. 
Recommendations 
Using limited evidence and conservative estimates of benefits, the roles demonstrate significant returns 
on investment, even when development and set-up costs are included. One of the key areas where the 
roles could be improved is to make them more widely available, which would also be expected create 
additional savings and bring forward the break-even point for the pilot programme.   
The evidence therefore supports the assumption that the roles offer improved service quality and cost 
savings, but should be more widely available and stable (e.g. in cases of staff turnover, maternity or sick 
leave). For future evaluations, we would recommend investigating methods for assessing changes in 
service-user and family experiences, and if possible estimating proxy financial values for changes. 
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The Community Sister roles function most effectively when linking primary care, community services, 
palliative and end of life services and specialist cancer hospital services. Some of the approaches 
adopted by intermediate care services to maintain communication and effective, appropriate pathways 
therefore might be usefully applied. It would be useful to monitor referral, signposting and discharge 
routes on an ongoing basis to recognise and respond to changes.  
There appears to be a tension inherent in the CCC roles between maintaining a clear role with well-
defined tasks and boundaries as opposed to the natural development of the role within each cancer 
specialty. Potentially a baseline of core duties, tasks and competencies, which could be enhanced 
through professional development, could be incorporated into a career development structure for these 
roles; thereby promoting sustainability of the roles within the healthcare system.  
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Appendix 1: detailed list of evaluation questions 
Evaluation questions 
 
The following guiding questions have been revised and updated during the inception meeting with the 
evaluation steering group and are based on those originally taken from the evaluation specification. 
Key questions  
CCC only 
x Do these roles offer an integrated, person-centred approach to cancer care for patients? 
x What difference have the Macmillan CCC roles made to patient care within their respective teams across 
the Trust? 
x What difference have the Macmillan CCC roles made to individual multi-disciplinary cancer teams they 
have worked within and wider trust staff? 
x What additional nurse/AHP led activity has been developed/delivered due to time savings for CNS and 
other AHPs?   What is the value of this activity? 
Both roles 
x What have been the economic and cost benefits of the Macmillan CCC and Community Cancer Care 
Sisters (Macmillan) roles? (Return on investment)  
x What have been the challenges and enablers to the development and implementation of the roles?  
What was the motivation for people applying for the role?  To what extent was this motivated by the 
Macmillan brand/support offer?  What has been motivation for staying in the role?  How did patients 
receive them as Macmillan staff (association with palliative care?).   
x Is the Intervention Metric developed by the team, fit for purpose in its application to determine the 
benefit and impact of the Macmillan CCC and Cancer Care Sister (Macmillan) roles? (How might it be 
improved?) 
Additional questions 
x What is the perception of CCCs and Community Sisters of their role vs where they started (Job 
Description)?  What has been the evolution of the roles (Community Sisters especially; there are 
assumptions that the role has changed since the original Job Description.)   
x Do staff understand the nature and purpose of their roles? 
x What has been the influence of the programme clinical leadership and CNSs leadership?  How have they 
helped control, shape, develop the roles?  How did CNSs respond to their line management role?   How 
has this varied across tumour groups?  What is the CCCs experience of their line management?   
x What is the relationship between programme clinical leadership and service clinical leadership?   
x To what extent has involvement in the programme built relationships with clinical leadership? (e.g. has 
the Lead cancer nurse more influence, are relationships with the teams covered by programme different 
than outside the programme?) 
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x Do patients understand the nature and purpose of these roles? 
x Do colleagues/partners in palliative care understand the nature and purpose of the Community Sister 
roles (Macmillan)?   (What has facilitated this - eg Community Sisters sit with community nurses, initially 
sat with PC) 
x Do Cancer Nurse Specialists in the acute pathways understand the nature and purpose of the 
Community Sister roles (Macmillan)? 
x Is time saved on the 62 day pathways for patients clearly evidenced? 
x Is time saved on the pathway for patients clearly evidenced? 
x Is time saved for CNSs clearly evidenced? 
x Is time saved for GPs clearly evidenced? And other clinical community staff (e.g. community nurses, 
district nurses, and others)?    
x What are the qualitative benefits of time saved for other staff to patients? i.e. what do other staff do 
with time saved (GPs, Consultants, CNS etc.)? 
x What are the benefits to partners (cost and quality) by the introduction of these posts i.e. Social Care, 
AHPs, District Nurses, Palliative Care Nurses? 
x All things considered would patients like to see these posts remain? 
x All things considered would partners like to see these posts remain? 
x Are these posts fit for purpose? 
x How effectively do these roles connect with other services that impact on the journey of a cancer 
patient i.e. Macmillan Information Centres, Social Care, Community and Voluntary sector organisations? 
x Do these roles meet with national strategic direction for cancer?    
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Appendix 2: Key topics used for development of the programme theory 
The following are the key initial themes, resources/mechanisms, outcomes and contexts that 
contributed to the focus of investigation for the evaluation. The evaluation then sought to develop and 
investigate relationships between these elements and prioritise the most important and influential 
theoretical constructs. 
Themes 
x Integrated services 
x Person centred care 
x Impact on patients 
x Impact on MDTs 
x Impact on wider service providers 
x Freeing up time and facilitating additional activities for CNSs (& GPs, AHPs etc) 
x CONTEXT: Challenges and enablers to the development and implementation of the roles?  
(What was the motivation for people applying for the role?  To what extent was this motivated 
by the Macmillan brand/support offer?  What has been motivation for staying in the role?   How 
did patients receive them as Mac staff (association with palliative care?))?  
Mechanisms/Resources 
x Role modelling 
x Patient advocacy 
x Holistic needs assessment 
x Pathway navigation (referral and signposting at various stages) 
x Promote self-management 
x Stratification (esp. for self-mgmt. support) 
x Access and interpretation of information 
o aware full range of resources and services available 
x Improved documentation 
o patient held treatment summaries 
o care plans 
x Providing a single point of contact 
x Improve access to interventions (e.g. transfusions, paracentesis, complex pain management and 
community antibiotic support) 
x Vertically integrate primary, community, secondary and social care 
x Horizontally integrate the secondary care specialities of Oncology, Haematology and Specialist 
Palliative Care 
x Outreaching services/advice from secondary care (Increasing knowledge in community and 
primary care 
x Flagged for access to step-down care 
x Promotion/surveys/workshops 
x Post-treatment access to support that might otherwise not be available 
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x Maintaining patient monitoring systems and records (patient tracking). For timely patient 
contact. Arranging schedule for CNSs to follow up with patients 
x Ability for services to engage in quality improvement work as they will have less pressure from 
administrative burden and patient phone calls 
x Attending to psychological support 
x Patient centred conversations reducing the need for HNAs or helping to carry out HNAs 
Outcomes proximal 
x Patients will spend time in hospital only when absolutely necessary (reduced admissions, 
avoided re-admissions and reduced LOS) 
x Increase in self-management 
x Care closer to home 
x Other quality improvements (e.g. reducing the needs for additional appointments by 
coordinating visits, increased throughput, producing information materials) 
x Impact of the programme on clinical leadership  
x Releasing CNS time from administration work and heavy workload 
Outcomes distal 
x Early referral to palliative care (where appropriate) 
x More patients will die in their preferred place of choice 
x Reduced cost to the health economy 
x Being able to meet policy directives and national and local guidelines (e.g. 31 day and 62 day 
pathways) 
x Increased ratio of planned acute care: Reduced A&E, MAU and AOS 
x Improved patient and relative experiences 
x Reduce unnecessary burden on primary care 
Contexts 
Patient contexts 
x Extent of illness 
x Stage of cancer 
x Living situation 
x Place of habitation (rural/urban) 
x Social support 
x Co-morbidity 
x Understanding roles of CCCs & CCCSs 
CCC individual contexts 
x Background/experience 
x Clinical knowledge including treatments, side effects, available services and care pathways (and 
required knowledge) 
x Motivation  
 71 
 
x Interpersonal style/communication skills 
x Caseload 
x Length of time in role 
x Understanding of role/identity (clinical, admin, coordinating, signposting etc): job evolves over 
time 
x Ability to prioritise care 
x Ability to recognise and escalate complex cases & to judge when to refer, and  to whom 
x Ability to work across organisations and disciplines 
x Ability to work independently 
CCC organisational contexts 
x KƚŚĞƌƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞƌŽůĞƐ 
x Career development opportunities 
x MDT culture and practices 
x Incentivising (Short-term contract) 
x Workload/caseload 
x Management (CNS?) & leadership 
x Education/training/assessment of competencies 
x Peer support 
x Day to day working relationships (with specific disciplines) 
x Flexibility of engagement with patients, for instance after treatment for coordinating ongoing 
support or care 
x Inter-organisational working relationships 
x Cancer site/type 
CCCS Roles 
Mechanisms/Resources 
x Patient advocacy 
x Holistic needs assessment 
x Pathway navigation/problem solving 
x Continuity of care through treatment pathways 
x Vertically integrate primary, community, secondary and social care 
x Outreaching services/advice from secondary care (Increasing knowledge in community and 
primary care 
x Working in the community across traditional health care boundaries to facilitate right care, right 
place, right time, right professional 
x Facilitate preferred place of death 
Outcomes proximal 
x Patients will spend time in hospital only when absolutely necessary (reduced admissions, 
avoided re-admissions and reduced LOS) 
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x Increase in self-management 
x Improved service-user experience 
x Care closer to home 
x Other quality improvements (e.g. reducing the needs for additional appointments by 
coordinating visits) 
Outcomes distal 
x Early referral to palliative care (where appropriate) 
x More patients will die in their preferred place of choice 
x Reduced cost to the health economy 
x Being able to meet policy directives and national and local guidelines (e.g. 31 day and 62 day 
pathways) 
x Increased ratio of planned acute care: Reduced A&E, MAU and AOS 
x Improved patient and relative experiences 
x Reduce unnecessary burden on primary care 
Contexts 
CCCS individual contexts 
x Background/experience 
x Range of clinical knowledge including treatments, side effects, available services and care 
pathways (and required knowledge) 
x Motivation  
x Interpersonal style/communication skills 
x Caseload 
x Length of time in role 
x Understanding of role/identity (Info & advice, assessing wellbeing, training and education, 
leadership, information management and use, monitoring coordination, gathering feedback 
etc.) 
x Ability to work across organisations and disciplines 
x Ability to work independently 
CCCS organisational contexts 
x KƚŚĞƌƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞ^ƌŽůĞƐ ?ĞƐƉĞĐŝĂůůǇƉĂůůŝĂƚŝǀĞĐĂƌĞ ? 
x Career development opportunities 
x MDT culture and practices 
x Incentivising (Short-term contract) 
x Workload/caseload 
x Management & leadership 
x Education/training/assessment of competencies 
x Peer support 
x Day to day working relationships (with specific disciplines) 
x Inter organisational working relationships 
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Appendix 3: Example /ŶƚĞƌǀĞŶƚŝŽŶDĂƚƌŝǆ ?WŝĐŬ->ŝƐƚ ? for Community Sisters 
 
The following items were included in the IM for users to choose from for some of the columns. 
CCG Area  Type of Intervention 
Professionals Saved 
time for Outcome of Intervention  
South Tees  Initial Visit Acute CNS Prevented A&E attendance  
Hamb, Rich 
& Whitby  Holistic Needs Assessment Community Nurse 
Prevented Acute bed 
admission 
 
IV /Hickman/ Pick line 
patency GP 
Prevented Community bed 
admission 
 
IM/ sub-cut injections 
Community Specialist 
Palliative Care  
Prevented Acute outpatient 
clinic appointment  
 
Lymphedema management 
Acute Specialist 
Palliative Care  Prevented GP appointment  
 
Pressure area care Hosp Consultant 
Prevented Community Nurse 
visit 
 
Catheterisation Oncology 
Prevented Double GP 
appointment  
 
Symptom management A&E Prevented GP Home Visit  
 
Medication review AHP 
Saved CNS Time 
(telephone/clinic) 
 
Facilitating earlier discharge 
from hospital Chemotherapy 
Prevented a wasted journey 
for patient transport 
 
Escalation to HCP Clinical Pharmacist  Prevented Practice Nurse visit 
 
Nurse Prescribing 
Community Hospital 
Staff Improved patient experience  
 
Bloods / cross matching/ 
vena puncture Community Pharmacy Prevented DNA 
 
Carer support / signposting Community Therapies  
 
 
Acting as a patient 
advocate/ facilitator  
Continuing Health 
Care 
 
 
Connecting colleagues/ 
information sharing Equipment services 
 
 
IV Drug administration Haematology 
 
 
Connecting services Holistic centre 
 
 
Observations Hospice 
 
 
Organising appointment  Hospital Dieticians 
 
 
Organising collection of 
equipment post death Local Government 
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Organising equipment  
Macmillan 
Information Centre 
 
 
Other Marie Curie  
 
 
Preferred place of death Mental health services 
 
 
Process discussions Other 
 
 
Psychological Public Health 
 
 
Recovery Package SALT 
 
 
Safeguarding Secondary Care Nurse 
 
 
Sampling Social worker 
 
 
Signposting and Information 
giving Treatment other 
 
 
Telephone Consultation 
Treatment 
Radiotherapy 
 
 
Wound Care  Practice Nurse 
 ©Macmillan ICC Programme & South Tees Hospitals NHS Foundation Trust. Prepared by Kay Dover, Mac ICC 
Programme Service Improvement Lead and Charlotte Lambert, MacICC Programme Support Officer.
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Appendix 4: Quotes from qualitative interviews to support findings 
Theme 1: Understanding of the CCC role 
Participants discussed mainly how the CCC role had a positive impact on different aspects of cancer care 
in acute as well as in community setting. The tasks and responsibilities involved in the CCC role are 
dependent on the characteristics of the team they are working with. Hence, the role is unique and is 
tailored to meet the needs and requirements of particular cancer sites. The CNS participants believed 
ƚŚĂƚƚŚĞƌŽůĞ ŝŶǀŽůǀĞƐĂŵŝǆŽĨƌĞƐƉŽŶƐŝďŝůŝƚŝĞƐ ŝŶĐůƵĚŝŶŐƌƵŶŶŝŶŐĂůů ƚŚĞ  “ďĂĐŬŽĨŚŽƵƐĞĂƵĚŝƚƐ ?ƐƵĐŚ as 
collecting data, answering phone calls and responding to them, triaging the patients including looking 
into blood tests and collecting data for audits, ensuring audits are up to date, doing the admin work to 
free time for clinical work, tracking patients and ensuring they are on the correct pathway, and dealing 
with GPs and other health care professionals.  
1.1: An innovative role 
 “^ŚĞŝƐĂďƐŽůƵƚĞůǇĨĂŶƚĂƐƚŝĐ ? ? ?ƌĞǀŽůƵƚŝŽŶŝƐĞĚŽƵƌƌŽůĞƐŽǁŚĞƌĞǁŝƚŚƚŚĞƚŚŝŶŐƐǁĞǁĞƌĞƚƌǇŝŶŐƚŽ
do before so trying to ŬĞĞƉ ĂŶ ĞǇĞ ŽŶ ǁŚĞŶ ƉĂƚŝĞŶƚ ƐĐĂŶƐ ǁĞƌĞ ƚĂŬŝŶŐ ƉůĂĐĞ ? ƐŽ ǁĞ ?Ě ĨŝŶĚ ŽƵƚ
ǁŚĞŶƚŚĞDZ/ǁĂƐĂŶĚǁĞ ?ĚŵĂŬĞƐƵƌĞƚŚĂƚƚŚĞƉĂƚŝĞŶƚǁĂƐĚŝƐĐƵƐƐĞĚĂƚƚŚĞƌĞůĞǀĂŶƚďƌĂŝŶĂŶĚ
E^Dd ?dŚĞŶǁĞ ?ĚŵĂŬĞƐƵƌĞƚŚĞǇǁĞƌĞĨĞĚŝŶƚŽƚŚĞƌŝŐŚƚĐůŝŶŝĐ ?ƐŚĞ ?ƐƚĂŬĞŶŽǀĞƌĂůůŽĨƚŚĂt so 
ƚŚĂƚ ?ƐŐƌĞĂƚ ?dŚŝŶŐƐůŝŬĞŝĨǁĞ ?ƌĞƚƌǇŝŶŐƚŽ ? ? ?ƌŝŶŐƉĂƚŝĞŶƚƐŵĂǇďĞǁŝƚŚĂƉƉŽŝŶƚŵĞŶƚƐƐŽƉĞŽƉůĞƌŝŶŐ
ƵƉĂŶĚƚŚĞǇǁĂŶƚŵŽƌĞ ŝŶĨŽƌŵĂƚŝŽŶĂďŽƵƚƚŚŝŶŐƐ ?ƚŚĞǇĐĂŶŐĞƚ  ?ƚŚĞ ?ƚŽĚŽƚŚĂƚ ?^ŚĞ ?ƐďĞĞŶ
great doing stuff like faxing through relevant medicatiŽŶ ĐŚĂŶŐĞƐ ƚŽ ƚŚĞ 'WƐ ƐŚĞ ?Ɛ ďĞĞŶ ƌĞĂůůǇ ?
ƌĞĂůůǇŐŽŽĚ ?ƌĞĂůůǇĞǆĐĞůůĞŶƚ ? ? ?W ? PE^ ? 
 
1.2: Unique role specific to their associated team:  
(different interpretations of the role by each particular tumour group) 
 “/ƚŚŝŶŬƚŚĂƚĞĂĐŚĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌƌŽůĞ ŝƐƵŶŝƋƵĞƚŽƚŚĞƚĞĂŵƚŚĂƚƚŚĞǇ ?ƌĞǁŽƌŬŝŶŐǁŝƚŚ ?^Ž
ŽƵƌĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌǁŽƌŬƐǁŝƚŚƉŚǇƐŝŽƐĂŶĚKdƐĂŶĚƚŚĂƚ ?ƐǀĞƌǇĚŝĨĨĞƌĞŶƚĨƌŽŵƚŚĞŽƚŚĞƌ
ĐĂŶĐĞƌ ĐĂƌĞ ĐŽŽƌĚŝŶĂƚŽƌƐďĞĐĂƵƐĞ ƚŚĞǇ ĚŽŶ ?ƚ ŚĂǀĞƉŚǇƐŝŽƐ ĂŶĚ KdƐĂƚƚĂĐŚĞĚ ƚŽ ƚŚĞ ƚĞĂŵ ĂŶĚ /
know... my understanding is from cancer care coordinator who works in the acute oncology 
ƐĞƌǀŝĐĞƐŚĞŚĂƐǀĞƌǇ ůŝƚƚůĞĂĐƚƵĂůƉĂƚŝĞŶƚĐŽŶƚĂĐƚ ?ďƵƚ ŝƚ ?ƐĂŵĂǌŝŶŐĨŽƌƚŚĞĂĐƵƚĞŽŶĐŽůŽŐǇ Sisters. 
tŚĞƌĞĂƐ/ƚŚŝŶŬƚŚĞƌĞ ?ƐŽƚŚĞƌĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌƐǁŚŽŵĂǇďĞŚĂǀĞŵŽƌĞƉĂƚŝĞnt contact. In 
ŽƵƌ ƚĞĂŵ   ?ƚŚĞ  ? ĚŽĞƐŶ ?ƚ ŚĂǀĞ Ă ůŽƚ ŽĨ ƉĂƚŝĞŶƚ ĐŽŶƚĂĐƚ ďĞĐĂƵƐĞ ŝƚ ǁŽƵůĚŶ ?ƚ ďĞ ĂƉƉƌŽƉƌŝĂƚĞ
because when the patients... the patients are so complex that their interactions with us is because 
ƚŚĞǇ ?ǀĞŐŽƚĂƉƌŽďůĞŵŽƌďĞĐĂƵƐĞǁĞ ?ƌĞƌŝŶŐŝŶŐƚo try to monitor their steroid usage for example 
ĂŶĚĨŝŶĚŽƵƚǁŚĂƚ ?ƐŐŽŝŶŐŽŶ ? ? ?W ? PE^ ? 
 “/ƚŚŝŶŬŝƚǁĞŶƚĂďŽǀĞĂŶĚďĞǇŽŶĚƚŽďĞĨĂŝƌ ?ďĂƐŝĐĂůůǇďĞĐĂƵƐĞŝƚǁĂƐƐƵĐŚĂŶĞǁƌŽůĞŝƚǁĂƐŵŽƌĞ
sort of like a development for each individual cancer to be fair, cause I think there are, the 
ĐŽŽƌĚŝŶĂƚŽƌ ? ŵǇ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŝƐ ƚŚĞ ĐŽŽƌĚŝŶĂƚŽƌ ?Ɛ ƌŽůĞ ďĞĐĂƵƐĞ Ă ƐƉĞĐŝĂůŝƐƚ ŶƵƌƐĞ ƌŽůĞ ŝƐ ǀĞƌǇ
ĚŝĨĨĞƌĞŶƚĚĞƉĞŶĚŝŶŐŽŶǁŚĂƚƚǇƉĞŽĨĐĂŶĐĞƌƚŚŽƐĞƉĂƚŝĞŶƚƐŚĂǀĞĂŶĚ/ƚŚŝŶŬƚŚĞĐŽŽƌĚŝŶĂƚŽƌ ?ƐƌŽůĞ
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had to equally be as adaptable depĞŶĚŝŶŐŽŶǁŚĂƚƚŚĂƚĐĂŶĐĞƌƐĞƌǀŝĐĞŶĞĞĚĞĚ ? ?/ƚŚŝŶŬĂůůŽĨƚŚĞ
ĐŽŽƌĚŝŶĂƚŽƌƐ ?ƌŽůĞƐŚĂǀĞĚĞǀĞůŽƉĞĚĚŝĨĨĞƌĞŶƚůǇ ? ? ?W ? PE^ ? 
 “dŚĞĂŶĐĞƌĂƌĞŽ-ŽƌĚŝŶĂƚŽƌŝƐƐŽƚŚĞƌĞ ?ƐĂĨĞǁĚŝĨĨĞƌĞŶƚŽŶĞƐǁŝƚŚŝŶƚŚĞƚƌƵƐƚĂŶĚ/ƚŚŝŶŬƚŚĞŝƌ
roles do differ slightly dependiŶŐŽŶƚŚĞƚƵŵŽƵƌŐƌŽƵƉƐƚŚĞǇĂƌĞĂƚƚĂĐŚĞĚƚŽ ? ? ?W ? PE^ ? 
 “dŚĞ ĐĂŶĐĞƌ ĐĂƌĞ ĐŽŽƌĚŝŶĂƚŽƌ ?Ɛ ƌŽůĞ ? / ƚŚŝŶŬ ŚĂƐ ďĞĞŶ ŝŶƚĞƌƉƌĞƚĞĚ ƐůŝŐŚƚůǇ ĚŝĨĨĞƌĞŶƚ ďǇ ĞĂĐŚ
particular tumour group, I think it came with a wide remit and I think they had core skills that they 
had to achieve, you know, deliver, but then I think they had to add variances depending on which 
ŽƚŚĞƌ ƚƵŵŽƵƌ ŐƌŽƵƉƐ ƚŚĂƚ ƚŚĞǇ ĐĂŵĞ ŝŶƚŽ ? ƐŽ ŵǇ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ǁĂƐ ƚŚĂƚ ƚŚĞǇ ?ƌĞ ǀĞƌǇ ƉĂƚŝĞŶƚ
ĨĂĐŝŶŐ ĂŶĚ ǁĞ ŐĂǀĞ ƚŚĞŵ ŵŽƌĞ ĐŽŶƚĂĐƚ ƚŽ ƚŚĞ ƉĂƚŝĞŶƚƐ ƚŚĂƚ ǁĞƌĞŶ ?ƚ Ăůů Ăďout admin, it was 
ŝŵƉŽƌƚĂŶƚƚŽĚŝĨĨĞƌĞŶƚŝĂƚĞƚŚĂƚ ?ĐĂƵƐĞ/ƚŚŝŶŬƚŚĂƚ ?ƐǁŚĂƚƚŚĞǇ ?ǀĞďĞŶƵƐĞĚĨŽƌŝŶƚŚĞƉĂƐƚ ?ǁŚĂƚ/
ǁĂŶƚĞĚƚŚĞƉĂƚŝĞŶƚƐƚŽŚĂǀĞĂĨƌŝĞŶĚůǇĨĂĐĞŝŶƚŚĞĐůŝŶŝĐĂŶĚĂĐŽŶƚĂĐƚ ? ? ?W ? PE^ ? 
1.3: A profound and meaningful role  
The role uses a holistic and integrated approach to address different aspects of cancer care. Therefore, 
numbers and figures cannot adequately determine the impact of the role and its benefits. It is 
challenging to capture the whole picture of managing clinical, psychological and emotional needs of 
complex cancer patients. For example, head and neck cancer patients are highly complex and you need 
to spend a great deal of time attending to their needs. 
 “dŚĞ ƌĞĂƐƐƵƌĂŶĐĞ ƚŚĂƚ  ? ƌŽůĞ ? ŐŝǀĞƐ ŝƐ ŝŵŵĞĂƐƵƌĂďůĞ ďƵƚ / ?ŵ ŶŽƚ ƐƵƌĞhow much you can 
quantify that in a numerical way [referring to IMs] but for a, you know, for the emotional and 
ƉƐǇĐŚŽůŽŐŝĐĂůŝƚ ?ƐĂďƐŽůƵƚĞůǇĐƌƵĐŝĂůĂŶĚŝƚŵĂŬĞƐƐƵĐŚĂĚŝĨĨĞƌĞŶĐĞƚŽƚŚĞƉĂƚŝĞŶƚĂŶĚƚŚĞƉĂƚŝĞŶƚ ?Ɛ
ĨĂŵŝůǇ ? ? ?W ? PE^ ? 
1.3 Example 
 “zŽƵĐĂŶŚĂǀĞǇŽƵƌĚĂǇƐĞƚŽƵƚŝŶĨƌŽŶƚŽĨǇŽƵĐĂŶ ?ƚǇŽƵĂŶĚǇŽƵŐĞƚŽŶĞƉŚŽŶĞĐĂůůǁŚŝĐŚůĞĂĚƐ
you to many another 8 different phone calls and, you know,  maybe say, for example, if the 
ƉĂƚŝĞŶƚ ƌŝŶŐƐ ƵƉ ĂŶĚ ƚŚĞǇ ?ƌĞ ǁŽƌƌŝĞĚ ďĞĐĂƵƐĞ ƚŚĞǇ ŚĂǀĞŶ ?ƚ ŐŽƚ Ă ƐĐĂŶ ĚĂƚĞ ĂŶĚ ƐŽ that person 
ƐŝƚƚŝŶŐĂƚŚŽŵĞƚŚĂƚ ?ƐĂďƐŽůƵƚĞůǇ ƚĞƌƌŝĨŝĞĚĂŶĚƚŚĞǇ ?ƌĞǁŽƌƌŝĞĚƚŚĂƚ ƚŚĞǇ ?ǀĞďĞĞŶŵŝƐƐĞĚŽĨĨĂŶĚ
ƚŚĞǇ ?ƌĞǁŽƌƌŝĞĚĂďŽƵƚ/ŵŝƐƐĞĚŵǇƐĐĂŶǇŽƵŬŶŽǁ ?ǁŝůůƐŽŵĞƚŚŝŶŐŐŽǁƌŽŶŐǁŝƚŚŵǇƚƵŵŽƵƌĂŶĚ
so for [the CCC] then to be able to make a couple of phone calls, check the hospital computer 
ƐǇƐƚĞŵ ?ĨŝŶĚŽƵƚǁŚĞŶƚŚĞŝƌƐĐĂŶŝƐĂŶĚƚŚĞŶƌŝŶŐƚŚĞƉĞƌƐŽŶďĂĐŬĂŶĚƐĂǇ ‘ŚĞůůŽ ?DƐy ?/ ?ǀĞůŽŽŬĞĚ
ĂŶĚǇŽƵ ?ǀĞŐŽƚĂƐĐĂŶƚĂŬŝŶŐƉůĂĐĞŽŶƚŚĞ ? ?ƚŚŽĨKĐƚŽďĞƌĂŶĚ/ ?ǀĞŵĂĚĞǇŽƵĂŶĂƉƉŽŝŶƚŵĞŶƚƚŽ
see Professor [xxx] on ƚŚĞ ? ?ƚŚŽĨKĐƚŽďĞƌ ? ? ? ?W ? PE^ ? 
1.4: An evolving role 
It is expected that any new role would develop and adapt to the context in which it is operating. 
,ŽǁĞǀĞƌ ?ĂƚƚĞŵƉƚǁĂƐŵĂĚĞƚŽĞŶƐƵƌĞƚŚĂƚƚŚĞƌŽůĞƐƚĂǇƐǁŝƚŚŝŶƚŚĞƌĞŵŝƚŽĨDĂĐŵŝůůĂŶ ?ƐŝŶƚĞŶƚŝŽŶĂŶĚ 
the original job description.    
 “/ƚŚŝŶŬƚŚĂƚ ?ƐƉĂƌƚŝĂůůǇƚŽĚŽǁŝƚŚƚŚĞŝŶĚŝǀŝĚƵĂůĂŶĚĂďŽƵƚƚŚĞŝƌƐŽƌƚŽĨƉĞƌƐŽŶĂůǀŝĞǁƉŽŝŶƚĂŶĚ
ŝƚ ?Ɛ ĂůƐŽŽƚŚĞƌƐ ŽŶ ƚŚĞ ƚĞĂŵ ƚŚŝŶŬŝŶŐ ĂďŽƵƚ ƌĞĐŽŐŶŝƐŝŶŐ ƚŚŝŶŐƐ ƚŚĂƚ ĐĂŶ ďĞ ĚŽŶĞ ƚŚĂƚ ǇŽƵ ŬŶŽǁ
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someone else can do so you kŶŽǁ / ƚŚŝŶŬ ŝƚ ?Ɛ ƐŽŵĞƚŚŝŶŐ ƚŚĂƚ ĐĂŶ ĚĞǀĞůŽƉ ĂŶĚ / ?ŵ ƐƵƌĞŝƚ ?Ɛ
ƐŽŵĞƚŚŝŶŐƚŚĂƚĐĂŶĚĞǀĞůŽƉĨƵƌƚŚĞƌŝŶĨƵƚƵƌĞĂƐǁĞůů ? ? ?W  PE^ ? 
 “/ŵĞĂŶŚĂƐŝƚĚĞĨŝŶŝƚĞůǇŚĂƐďĞĞŶ ?ĞǀŽůǀĞĚ ? ?/ƚŚŝŶŬĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌƐ ?ũŽďǁŽƵůĚĂůůŝŶǀŽůǀĞ
ĂĐŽƌĞƐĞƚŽĨƐŬŝůůƐƚŚĂƚ ?Ɛ similar to our job but then we have to add on sort of like bolt on a few 
like extra skills depending on the needs of the patient and the direction that the pathway goes but 
ƚŚŽƐĞ ĞǆƚƌĂ ƐŬŝůůƐ ŚĂǀĞ ƚŽ ďĞ ǇŽƵ ŬŶŽǁ ? ŽďǀŝŽƵƐůǇ ǁĞ ?ƌĞ ƌĞƐƉŽŶƐŝďůĞ ĨŽƌ ŽƵƌ ĚĞůĞŐĂtions as 
ƋƵĂůŝĨŝĞĚƐƚĂĨĨƐŽ ? ?ŝĨǁĞĚŝĚǁĂŶƚŚĞƌƚŽĚŽƐŽŵĞƚŚŝŶŐĚŝĨĨĞƌĞŶƚƚŽĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌƐǁĞ
ĚŝĚ ?ǁĞŐŽƚĂƉƉƌŽǀĂůĨŽƌƚŚĂƚ ?ĂŶĚƉƵƚŚĞƌƚŚŽƵŐŚƚŚĞĂƉƉƌŽǀĞĚƚƌĂŝŶŝŶŐĂƐǁĞůů ? ? ?W ? PE^ ? ? 
1.5: A holistic role 
The coordinator will be involved from the diagnosis where patients are given contact details and are 
introduced to the service. The coordinator will follow their investigation journey and will put them on 
MDT at the appropriate time. Patients will be identified if they need additional information such as 
travel information or psychological support. The coordinator will do a telephone follow up to make sure 
how the patients are coping with the side effects of therapies and will guide them with symptom 
management.   
 “/ ĨĞĞůƐŽƌƚŽĨ ůŝŬĞƚŚĞǁhen they came into call, it helped sort of our Specialist Nurse role to be 
more sort of geared towards actually dealing with the more complex issues with patients, you 
know, and having time to do that as well because a coordinator was there to sort of help with sort 
of like some of the administration not a lot of it (mmm) but sort of like to support us with, you 
know, identifying issues with patients when they were doing sort of telephone reviews and things 
ůŝŬĞƚŚĂƚĂƐǁĞůů ? ?ƚŚĞǇĐŽƵůĚƚŚĞŶƐŽƌƚŽĨůŝŬĞĐŚĂŶŶĞůƉĂƚŝĞŶƚƐƚŽƌŝŐŚƚƐĞƌǀŝĐĞƐ ?ƐŚĞ ?ƚŚĞ ?
ƐĞƚƵƉ ƚŚĞƐƵƉƉŽƌƚŐƌŽƵƉƐĂŐĂŝŶĂŶĚǁŚŝĐŚǁĞǁĞƌĞŶ ?ƚĂďůĞ ƚŽĚŽ ƚŽďĞŚŽŶĞƐƚ ? ƚŽďĞ ĨĂŝƌ ?ǇŽƵ
ŬŶŽǁďĞĨŽƌĞŚĂŶĚ ?ĐĂƵƐĞƚŚĞƌĞũƵƐƚǁĂƐŶ ?ƚƚŚĞƚŝŵĞƚŽĚŽŝƚ ?ďĂƐŝĐĂůůǇ ?^Ž ?ƚŚĞƌĞ ?ƐůŽƚƐ ?ƐŽƌƚŽĨůŝŬĞĂ
lot more things being able to be developed within the service so that we could do sort of like a full 
ŚŽůŝƐƚŝĐƐĞƌǀŝĐĞĨŽƌƚŚĞƉĂƚŝĞŶƚƌĞĂůůǇ ? ? ?W ? PE^ ? 
 “dŚĞŶĞǁƌŽůĞƐĂƌĞƚŽŚĞůƉƚŚĞƉĂƚŝĞŶƚƐũŽƵƌŶĞǇƚŚƌŽƵŐŚƚŚĞƉĂƚŚǁĂǇƐĂƐƐŵŽŽƚŚĂƐƉŽƐƐŝďůĞ ?ƚŽ
complete the holistic needs assessment and to be patient support when the patients are going 
through that journey and to sign post to other departments and services outside of the hospital  
ĂŶĚƚŽŚĞůƉǁŝƚŚĨŝŶĂŶĐĞŵĂƚƚĞƌƐ ? ?ƐŚĞ ?ƐďĞĞŶĂŐƌĞĂƚŚĞůƉ ?ŚĞůƉŝŶŐƚŚĞŵǁŝƚŚ ?if their struggling 
financially, help the carers, you know the families as well, signposting them to carers groups.  So 
ƐŚĞ ?ƐŝŶƚĞŐƌĂƚĞĚƌĞĂůůǇǁĞůůǁŝƚŚŝŶƚŚĞƚĞĂŵĂŶĚƉĂƚŝĞŶƚƐůŽŽŬƚŽŚĞƌĂƐĂĨŝƌƐƚƉŽƌƚŽĨĐĂůů ?ƌĂƚŚĞƌ
ƚŚĂŶƚŽŵĞ ? ? ?W ? PE^ ? 
 “/ƐĞĞƚŚĂƚ as the main role for the Care Co-ordinator in terms of providing a seamless pathway or 
enhancing the pathway of care for the patients and also for improving survivorship issues long 
ƚĞƌŵ ? ? ?W ? ? PEĞƵƌŽ-oncology physiotherapist) 
1.6: A clinical role 
 “dŚĞ ĐĂre coordinator for lung cancer, we put her through a course, where she become AITP 
registered for a spirometry for performing the care, so she would be the first meet of the patient 
ŝŶĐůŝŶŝĐĂŶĚĂƐƐĞƐƐƚŚĞƉĂƚŝĞŶƚƐ ?ƐĞĞŝĨƚŚĞǇ ?ƌĞƐƵŝƚĂďůĞĨŽƌŚĞƌƚŽĚŽĂ breathing test, which gave 
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us a lot of information; so she would do that faithly, and she knew when to ask you know, us to 
ŝŶƚĞƌǀĞŶĞĐĂƵƐĞƐŚĞƚŚĞƉĂƚŝĞŶƚǇŽƵŬŶŽǁ ?ǁĂƐŶ ?ƚƐƵŝƚĂďůĞƚŽĚŽŝƚ ?^ŽƚŚĂƚǁĂƐĂƵŶŝƋƵĞƌŽůĞĨŽƌ
ŚĞƌĂĐƚƵĂůůǇ ?ƐŚĞ ?ĚŬŶŽǁƚŚĞĐĂŶĐĞr care coordinator did that but because it was such a large part 
of our role each test can take 20 minutes and the specialist nurse would do that prior to being see 
ďǇƚŚĞĐŽŶƐƵůƚĂŶƚ ?ƐŽƚŚĂƚƐĂǀĞĚƵƐƚŚĂƚƚŝŵĞĞǀĞƌǇƚŝŵĞƐŚĞĚŝĚŝƚŝŶĐůŝŶŝĐƐŽƚŚĂƚ ?ƐĂŶawful lot of 
time for us saved, and she also then built a sort of relationship with the patient as well so when 
ƚŚĞǇǁĞƌĞƉŚŽŶŝŶŐƚŚĞƉŚŽŶŝŶŐ ?ƚŚĞǇŬŶĞǁŚĞƌŶĂŵĞ ? ? ?W ? PE^ ? 
1.7: Macmillan branded role 
WĞŽƉůĞ ?Ɛ ƉĞƌĐĞƉƚŝŽŶ ŽĨ DĂĐŵŝůůĂŶ  ?ĂŶĚ ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ? is that the organisation is linked to end of life 
care. It was suggested that rebranding and changing the name could facilitate the way people 
understand the services and how they might approach them. There were instances where patients were 
extremely upset and confused to see a Macmillan coordinator when they came to see the results of 
their diagnosis and the coordinator had to hide their badge or explain to them that they work with all 
kinds of tumours both malignant and benign.  
 “/ŶƚĞƌŵƐŽĨƚŚĞbranding of Macmillan, we have real difficulties referring patients to Macmillan. 
tĞ ŬŶŽǁ ĂƐ ŚĞĂůƚŚ ƉƌŽĨĞƐƐŝŽŶĂůƐ ƚŚĂƚ ŝƚ ?Ɛ ǀĞƌǇ ĚŝĨĨĞƌĞŶƚ ĂŶĚ DĂĐŵŝůůĂŶ ƉƌŽǀŝĚĞ  W you know, a 
ƌĂŶŐĞŽĨǀĞƌǇŐŽŽĚƐĞƌǀŝĐĞƐŶŽƚũƵƐƚĞŶĚŽĨůŝĨĞ ?ďƵƚƉĂƚŝĞŶƚƐĚŽŶ ?ƚŬŶŽǁƚŚĂƚ ?Ănd even when we 
ƚƌǇƚŽĞǆƉůĂŝŶ ?ǇŽƵŬŶŽǁ ?ŽĨƚĞŶƚŚĞǇĚŽŶ ?ƚǁĂŶƚƚŽĂĐĐĞƐƐƚŚŽƐĞƐĞƌǀŝĐĞƐũƵƐƚďĞĐĂƵƐĞŽĨƚŚĞŶĂŵĞ ?
We have the same problem with palliative  W ƚŚĞ ƚĞƌŵ ƉĂůůŝĂƚŝǀĞ ƐĞƌǀŝĐĞƐ ĂƐǁĞůů ? WĂƚŝĞŶƚƐ ĚŽŶ ?ƚ
necessarily want to access palliative services because they see it very much as end of life, and it 
can be a real, real barrier to accessing services, you know, trying to really sort of convince 
ƐŽŵĞďŽĚǇ ƚŚĂƚ ĂĐƚƵĂůůǇ ŝƚ ?Ɛ ŶŽƚ Ăůů ĂďŽƵƚ ĞŶĚ ŽĨ ůŝĨĞ ? ŝƚ ?Ɛ ĂďŽƵƚ ƐƵƉƉŽƌƚ ƚŚƌŽƵŐŚŽƵƚ ĂŶǇ ƉĂƌƚ ŽĨ
their jouƌŶĞǇ ? Ƶƚ ǇŽƵ ŬŶŽǁ / ƵŶĚĞƌƐƚĂŶĚ ƚŚŝŶŐƐ ĂƌĞ ĐŚĂŶŐŝŶŐ ĂŶĚ ƉĞŽƉůĞ  ‘Ɛ ƉĞƌĐĞƉƚŝŽŶƐ ĂƌĞ
ĐŚĂŶŐŝŶŐ ĂŶĚ / ƚŚŝŶŬ ŝƚ ?Ɛ ƉƌŽďĂďůǇ ƚŚĞ ŽůĚĞƌ ŐĞŶĞƌĂƚŝŽŶ ƚŚĂƚ ƐƚƌƵŐŐůĞ Ă ůŝƚƚůĞ ďŝƚ ŵŽƌĞ ƚŚĂŶ ƚŚĞ
ǇŽƵŶŐĞƌŐĞŶĞƌĂƚŝŽŶǁŝƚŚŝƚ ? ? ?W ? ? PEĞƵƌŽ-oncology physiotherapist) 
 
Theme 2: Understanding of the Community Sister role 
It is assumed that the Community Sisters roles are fit between palliative care, district nurse services and 
ŚŽƐƉŝƚĂůǁŚĞŶƚŚĞƉĂƚŝĞŶƚŐƌŽƵƉĚŽŶ ?ƚŚĂǀĞĐŽŵƉůĞǆĐůŝŶŝĐĂůŶĞĞĚƐ ?dŚĞCommunity Sisters can support 
patiĞŶƚƐǁŚŽƐƚŝůůŶĞĞĚƐƵƉƉŽƌƚǁŝƚŚƚŚĞŶƵƌƐĞƐƉĞĐŝĂůŝƐƚŝŶƚŚĞŚŽƐƉŝƚĂůĂŶĚĚŽŶ ?ƚĐŽŵĞƵŶĚĞƌƚŚĞƌĞŵŝƚ
of specialist palliative care. Although the majority of the participants believed that the role supports 
patients with their emotional and psychological needs in the community, the Community Sisters carry 
out some clinical works in the community with patients with less complex needs. The Community Sisters 
are open to further training to improve their competencies in order to take on more clinical 
responsibilities but due to the cross boundary nature of the role they are likely to work with different 
types of cancer and learn more skills over time. The role provides them with opportunities to work with 
the site-specific clinical nurse specialists and seek advice from them while at the same time the clinical 
nurse specialists can learn a different skill set from them around how to support people at home and in 
the community through a mutual development process.  
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2.1: bridges the gap between the specialist palliative care and the cancer nurse specialist for non-
complex patients 
 “DǇ ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŝƐ ƚŚĂƚ ƚŚĞƌĞ ĂƌĞ ƐŽŵĞ ƉĂƚŝĞŶƚƐ ƚŚĂƚ ĚŽŶ ?ƚ ĐŽŵĞ ƵŶĚĞƌ ƚŚĞ ƌĞŵŝƐƐ Žf the 
specialist palliative care team, but they could still do with more support than just the support 
ŐŝǀĞŶ ďǇ ƚŚĞ ƐƉĞĐŝĂůŝƐƚ ? ? ? ƚŚĞ ŶƵƌƐĞ ƐƉĞĐŝĂůŝƐƚ ŝŶ ƚŚĞ ŚŽƐƉŝƚĂů ĂŶĚ ƚŚĂƚ ?Ɛ ǁŚĞƌĞ ƚŚĞ ĐĂŶĐĞƌ ĐĂƌĞ
Sisters would be able to support the patient group. Have to say that, unfortunately, because our 
ƉĂƚŝĞŶƚ ŐƌŽƵƉ ŝƐ ƐŽ ĐŽŵƉůĞǆ ? ǁĞ ŚĂǀĞŶ ?ƚ ďĞĞŶ ĂďůĞ ƚŽ ƵƐĞ ƚŚĞ ĐĂŶĐĞƌ ĐĂƌĞ Sisters because the 
ƉĂƚŝĞŶƚŐƌŽƵƉŝƐƚŽŽĐŽŵƉůĞǆĨŽƌƚŚĂƚƌŽůĞ ? ? ?W ? PE^ ? 
 “ŶĚŵǇƵŶĚĞƌƐƚĂŶĚŝŶŐŝƐ ?ŝƚ ?ƐƉĂƚŝĞŶƚƐǁŚŽĚŽŶ ?ƚŶĞĞĚƚŽĚŝƌĞĐƚƐƵpport from the clinical nurse 
ƐƉĞĐŝĂůŝƐƚƐ ŝŶ ƚŚĞ ŚŽƐƉŝƚĂů ? ďƵƚ ĚŽŶ ?ƚ ŶĞĐĞƐƐĂƌŝůǇ ŶĞĞĚ ƐƉĞĐŝĂůŝƐƚ ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ƐƵƉƉŽƌƚ ĂƐ ǁĞůů ? ?
(P5: CNS) 
 “dŚŽƐĞ ĂƌĞ ŶƵƌƐĞƐ ǁŚŽ ǁŽƌŬ ǁŝƚŚ ƉĂƚŝĞŶƚƐ ǁŚŽ ĂƌĞ ĞŝƚŚĞƌ ŐŽŝŶŐ ƚŚƌŽƵŐŚ ƚŚĞ ĚŝĂŐŶŽƐŝƐ Žƌ ĂƌĞ
perhaps newly diagnosed or undergoing treatment to provide that additional support in primary 
care, which has always been a bit of a gap  W a bit of a grey area  W because obviously there are site-
ƐƉĞĐŝĨŝĐƐƉĞĐŝĂůŶƵƌƐĞƐǁŽƌŬŝŶŐ ŝŶ ƚŚĞŚŽƐƉŝƚĂůĂŶĚƚŚĞŶǇŽƵ ?ǀĞŐŽƚƐƉĞĐŝĂůŝƐƚƉĂůůŝĂtive care, but 
ŽďǀŝŽƵƐůǇƚŚĞƌĞ ?ƐƚŚĂƚďŝŐŐĂƉ ŝŶƚŚĞŵŝĚĚůĞĂŶĚƚŚĂƚ  Wthose were the patients that generally  W 
that the Community Sisters pick up  W I know that they also do work around enabling people to get 
ďĂĐŬŽŶǁŝƚŚƚŚĞŝƌůŝǀĞƐŽŶĐĞƚŚĞǇ ?ǀĞĐŽŵƉůĞƚĞĚ treatment and keep a bit of a watching brief on 
people for a while, and obviously patients that are palliative; they can continue to support until 
ƚŚĞǇŶĞĞĚƐƉĞĐŝĂůŝƐƚƉĂůůŝĂƚŝǀĞĐĂƌĞŝŶƉƵƚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
 “dŚĞƌĞ ǁĂƐ Ă ŐĂƉ ŝĚĞŶƚŝĨŝĞĚbetween the specialist nurses in the hospital and patients needed 
palliative care that there was a gap for support recognised particularly some tumour groups but 
generally and that these posts were trying to look at additional support for patients in the 
cŽŵŵƵŶŝƚǇĂďŽǀĞĂŶĚďĞǇŽŶĚǁŚĂƚƚŚĞŝƌƚƵŵŽƵƌƐƉĞĐŝĨŝĐǁĞƌĞŽĨĨĞƌŝŶŐ ?ƐƵƉƉŽƌƚŝŶŐƚŚĞƉĂƚŝĞŶƚƐ
through the diagnostic pathway and treatment pathways with appointments and those kind of 
ƚŚŝŶŐƐĂŶĚǁŝƚŚĂŶĚĂƐƚŚĞƌŽůĞŝĨƚŚĞǇ ?ƌĞŚĂǀŝŶŐƚƌĞĂƚŵĞŶƚ ŚĞǇĂůůŚĂǀĞ the chemo line but just to 
ĂĚĚŝƚŝŽŶĂůƐƵƉƉŽƌƚŽŶƚŽƉŽĨƚŚĂƚĂƐǁĞůůǁŝƚŚĂŶǇƐǇŵƉƚŽŵƐŽƌĂŶǇƚŚŝŶŐůŝŬĞƚŚĂƚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞ
specialist nurse) 
2.1 Example:  
 “/ĚŝĚƌĞĂĐŚĨŽƌŽŶĞŐĞŶƚůĞŵĂŶďƵƚŝƚǀĞƌǇƋƵŝĐŬůǇďĞĐĂŵĞĂƉƉĂƌĞŶƚĞĂƌůǇŽŶƚŚĂƚ ? ? ?ŝƚǁĂƐŶ ?ƚŐoing 
to work. He needed clinical expertise and support from myself and from the palliative care team. 
^Ž ?/ƚŚŝŶŬŝƚ ‘ƐĂĨĂŶƚĂƐƚŝĐƌŽůĞĂŶĚ/ƚŚŝŶŬƚŚĂƚƚŚĞƌĞĂƌĞƐŽŵĞƉĂƚŝĞŶƚŐƌŽƵƉƐůŝŬĞŵĂǇďĞůĂĚŝĞƐǁŝƚŚ
breast cancers, colo-rectal patients who sort of dŽŶ ?ƚŶĞĞĚƚŚĞĐůŝŶŝĐĂůĞǆƉĞƌƚŝƐĞŽĨƚŚĞŝƌE^ďƵƚ
ĚŽŶĞĞĚŵŽƌĞĞŵŽƚŝŽŶĂůƐƵƉƉŽƌƚŝŶƚŚĞĐŽŵŵƵŶŝƚǇĂŶĚƚŚĞǇ ?ƌĞŶŽƚĂƚƉĂůůŝĂƚŝǀĞĐĂƌĞƐƚĂŐĞ ?/ƚŚŝŶŬ
ŝƚ ?Ɛ Ă ĨĂŶƚĂƐƚŝĐ ƌŽůĞ ĨŽƌ ƚŚĞŵ ďƵƚ ? ƵŶĨŽƌƚƵŶĂƚĞůǇ ? ŝŶŵǇ ƉĂƚŝĞŶƚ ŐƌŽƵƉ ? ƚŚĞ ƌŽůĞ ĚŽĞƐŶ ?ƚ Ĩŝƚ ? ?  ?W ? P
CNS) 
2.2: More focused on emotional and psychological support in the community 
 “dŚĞǇ ?ƌĞ ƚŚĞƌĞ ƚŽ ƐŽƌƚ ŽĨ ůŝŬĞ ŚĞůƉ ƵƐ ƚŽ ƐƵƉƉŽƌƚ ŽƵƌ ƉĂƚŝĞŶƚƐ ĞŝƚŚĞƌ ǁŚŝůĞ ? ǇŽƵ ŬŶŽǁ ? ŐŽŝŶŐ
ƚŚƌŽƵŐŚ ƚƌĞĂƚŵĞŶƚ Žƌ ǁŚĞŶ ƚŚĞǇ ?ǀĞ ũƵƐƚ ĐŽŵƉůĞƚĞĚ ƚƌĞĂƚŵĞŶƚ ? ďŽƚŚ ƉŚǇƐŝĐĂůůǇ ? ǇŽƵ ŬŶŽǁ ? ǁŝƚŚ
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sort of like symptom management a lot to do with the psychological support as well, cause Head 
ĂŶĚEĞĐŬĐĂŶĐĞƌƉĂƚŝĞŶƚƐ ?ŝƚ ?ƐƉƌĞƚƚǇĐŽŵƉůĞǆ ?ǁĞŚĂǀĞĂůŽƚŽĨƐŽƌƚŽĨďĂĐŬŐƌŽƵŶĚƐŽĐŝĂůŝƐƐƵĞƐ ?
and things like that as well, you know, so our cancer Community Sisters have been sort of like 
ƐƵƉĞƌďŝŶŚĞůƉŝŶŐƵƐǁŝƚŚŽƵƌĐŽŵƉůĞǆƉĂƚŝĞŶƚƐ ? ? ?W ? PE^ ? 
 “tŚĞŶ ŽƵƌ ƉĂƚŝĞŶƚƐ ůĞĂǀĞ ƵƐ ƚŚĞǇ ĨĞĞů Ă ůŝƚƚůĞ ďŝƚ ďĞƌĞĨƚ ƌĞĂůůǇ / ƐƵƉƉŽƐĞ ? ƚŚĂƚ ůŝĨĞůŝŶĞ ŚĂƐ ďĞĞŶ
ƵŵďŝůŝĐĂůĐŽƌĚŚĂƐĐƵƚǇŽƵŬŶŽǁ ?ǇŽƵ ?ǀĞŚĂĚĂůůǇŽƵƌƚƌĞĂƚŵĞŶƚ ?ǇŽƵŐŽƐŽƌƚŽĨƚŚŝŶŐĂŶĚǇŽƵ ?ůůďĞ
ǁĞůů ŝƚ ?Ɛ ŝƌƌĞŐƵůĂƌ ǇŽƵ ŚĂǀĞ ƚŽ ďĞ ĨĂŝƌ ? ďƵƚ ƐŽŵĞƚŝŵĞƐũƵƐƚ ĂƐ ƚŚĂƚ ĞǆƚƌĂ ďŝƚ ŽĨ ŚĞůƉ ŝŶ ƚŚĞ
community and then a lot of the help is just reassurance and support (also psychological support); 
ŵŽƐƚůǇƉƐǇĐŚŽůŽŐŝĐĂůƐƵƉƉŽƌƚ ? ?(P9: CNS) 
 “/ ƚŚŝŶŬ ? ƚŚĞ ƉĂƚŝĞŶƚƐ / ?ǀĞ ƌĞĨĞƌƌĞĚ ? ŝƚƐ ŵĂŝŶůǇ ďĞĞŶ ĨŽƌƉƐǇĐŚŽůŽŐŝĐĂů ƐƵƉƉŽƌƚ ĂŶĚ ƐŽŵĞƚŝŵĞƐ ?
ŵŽƐƚůǇ ĨŽƌƚŚĞƉĂƚŝĞŶƚ ?ďƵƚƐŽŵĞƚŝŵĞƐƚŚĞƉĂƚŝĞŶƚƐ ? ĨĂŵŝůǇĂƐǁĞůůƐŽ ŝƚ ?ƐŵĂŝŶůǇ ĨŽƌƉĞŽƉůĞǁŚŽ
are having difficulty coping with the diagnosis of cancer or coping with the progression of their 
cancer and then requiring more support and intervention because their cancer is progressing. So 
ƚŚĞǇƚŚĞŶŵŝŐŚƚŶĞĞĚŝŶǀŽůǀĞŵĞŶƚĨƌŽŵƚŚĞĚŝƐƚƌŝĐƚŶƵƌƐĞƐŽƌKd ?ƐŽƌǁŚĞƌĞǀĞƌ ? ? ?W ? PE^ ? 
2.3: A new role in the community 
 
 “/ƚŐŝǀĞƐƵƐĂďŝƚŵŽƌĞƌĞĂƐƐƵƌĂŶĐĞƚŚĂƚŽƵƌƉĂƚŝĞŶƚƐĂƌĞƐƚŝůůďĞŝŶŐƐƵƉƉŽƌƚĞĚ ŝŶƐŽŵĞǁĂǇ ?ǇŽƵ
know, sort of through the treatment because district nurses and community Macmillan their roles 
ĂƌĞĐŽŵƉůĞƚĞůǇĚŝĨĨĞƌĞŶƚ ?ǇŽƵŬŶŽǁ ?ƚŚĞǇĐĂŶ ?ƚƉŽƉ ŝŶto sort of like say that these patients are 
doing OK mentally, you know, the Mac district nurses are there more for sort of like the physical 
aspects of things rather than sort of like the mental health, whereas our community cancer Sisters 
have been, you know, instrumental in sort of supporting our patients through sort of like the 
ƉƐǇĐŚŽůŽŐŝĐĂůƐŝĚĞŽĨƚŚŝŶŐƐ ? ? ?W ? PE^ ? 
 “ƐƉĞĐŝĂůůǇŝŶĂŶĞǁƉŽƐƚŝƚƐŐŽƚƚŽďĞĨůĞǆŝďůĞďĞĐĂƵƐĞǇŽƵŬŶŽǁŽĨƚĞŶǇŽƵĐĂŶƐĞĞƚŚĞƌĞĂƌĞŽƚŚĞƌ
things that are more important and oƌƐŽŵĞƚŚŝŶŐƐĂƌĞŶŽƚƌĞůĂƚŝǀĞŝƚ ?ƐǀĞƌǇĚŝĨĨŝĐƵůƚŝŶĂŶĞǁƉŽƐƚ
the job description would have to be an evolving thing and reviewed and looked at so that you 
ŬŶŽǁǁĞ ?ƌĞŵĂŬŝŶŐƐƵƌĞƚŚĂƚǇŽƵŬŶŽǁƚŚĞƐĞƌǀŝĐĞ ŝƐĚĞƐŝŐŶĞĚĂƌŽƵŶĚƚŚĞƉĂƚŝĞŶƚŶĞĞĚ ? ?  ?W ? ? P
Palliative specialist nurse) 
2.4: Supporting clinical needs in the community 
 “dŚĞǇĚŽĚŽŚĂŶĚƐ-on care so, they do take bloods and my understanding is that they can flush 
the lines and whatever else really a patient needs. So, they work - they sort of bridge of the gap 
between a clinical nurse specialist and probably do some of the roles that might have been 
ƚƌĂĚŝƚŝŽŶĂůůǇƵŶĚĞƌƚŚĞĚŽŵĂŝŶƐŽĨƚŚĞĚŝƐƚƌŝĐƚŶƵƌƐĞ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
 “ ?ďǇ ĐůŝŶŝĐĂů / ?ŵ ƚŚŝŶŬŝŶŐ ĂďŽƵƚ ƐǇŵƉƚŽŵ ƐƵƉƉŽƌƚ ƚǇƉĞ ƚŚŝŶŐƐ ƐŽ Ǉeah clinical as well some 
ĐůŝŶŝĐĂů ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
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Theme 3: Others perception of the roles 
Originally there was confusion between the Community Sister role and district and palliative specialist 
roles. However, the Community Sisters do not have the particular skills for terminal and end of life 
patients referred to them by the CNSs and therefore this would be challenging to respond to the 
referrals from the hospitals. The CCCs role is confused with admin role, MDT role and nursing role. The 
role needs a strong management to describe the role in detail and inform health professionals including 
nursing staff, consultants and admin staff about what their expectations of the role should be.  
3.1: Confusion about the Community Sister role 
 “tŚĞŶƚŚĞSisters came first so I think people wondered where they would fit and I think it was 
maybe more the hospital team wondered where they would fit I think that the district nurses 
understood quite clearly where they were gonna fit. I think there was some concerns, maybe, as 
to where they would fit between palliative care services, district nurse services and hospital. But, I 
ƚŚŝŶŬ ?ƚŚĂƚ ?ƐďĞĞŶǁĞůů ?ǇŽƵŬŶŽǁ ?ƐŽƌƚŽĨĂƌƚŝĐƵůĂƚĞĚŶŽǁ ? ? ?W ? PE^ ? 
 “/ƚŚŝŶŬŝŶŝƚŝĂůůǇƉĞŽƉůĞůŝŬĞ'WĂŶĚƉĂƚŝĞŶƚƐƐŽƌƚŽĨĚŝĚŶ ?ƚƌĞĂůůǇŬŶŽǁǁŚĞƌĞƚŚĂƚƌŽůĞĨŝƚƚĞĚŝƚĂŶĚ
ƐŽŵĞƚŝŵĞƐƚŚĞƌĞǁĞƌĞƌĞĨĞƌƌĂůƐƚŽƚŚĂƚƐĞƌǀŝĐĞĂŶĚǁĞƌĞŶ ?ƚĂƉƉƌŽƉƌŝĂƚĞďĞĐĂƵƐĞƌĞĂůůǇƚŚĞǇǁĞƌĞ
palliative care or really they were something else I mean not unaccepted when the service is new 
and I think initially my experience was that GPs referred to the service for different reasons 
ƐŽŵĞƚŝŵĞƐĂƉƉƌŽƉƌŝĂƚĞůǇĂŶĚƐŽŵĞƚŝŵĞƐŶŽƚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
3.1.1: Crossing role boundaries 
 “/ƚŚŝŶŬƚŚĞƌŝƐŬǁĂƐƚŚĂƚƚŚĞĐŽŵŵƵŶŝƚǇƐƉĞĐŝĂůŝƐƚƉĂůůŝĂƚŝǀĞĐare staff felt that they were taking 
ŽǀĞƌƚŚĞŝƌũŽďĂŶĚ/ƚŚŝŶŬƚŚĞƚŚĂƚĐůĂƌŝĨŝĐĂƚŝŽŶŚĂĚƚŽďĞŵĂĚĞƋƵŝƚĞĐůĞĂƌƚŚĂƚƚŚĞƐĞĐĂŶ ?ƚƚĂŬĞŽŶ
ƉĂƚŝĞŶƚƐƚŚĂƚĂƌĞƚĞƌŵŝŶĂů ?ĞŶĚŽĨůŝĨĞƉĂůůŝĂƚŝǀĞĐĂƵƐĞƐĞĞ ?ƚŚĞƌĞǁĂƐŶ ?ƚĞŶŽƵŐŚŽĨƚŚĞŵ ?ďƵƚƚǁŽ
ƚŚĞǇĚŽŶ ?ƚŚĂǀĞƚŚat subset of skills could, so it was you know, each specialist any specialist nurse 
ĐŽƵůĚƌĞĨĞƌŽŶƚŽƚŚĞŵ ?ĂŶĚ/ƚŚŝŶŬǁĞ ?ǀĞŐŽƚďƵƐŝĞƌĂŶĚďƵƐŝĞƌĂŶĚďƵƐŝĞƌĂƐǇŽƵŬŶŽǁ ?ůŝŬĞĂŶǇ
ƐĞƌǀŝĐĞ ƐƚĂƌƚƐŽƵƌ ƐŵĂůů ?ĂƐǁŽƌĚŐĞƚƐŽƵƚ ƚŚĂƚ ƚŚĞǇŽƵŬŶŽǁ ? ŝƚ ?ƐƋƵŝƚĞŚĞůƉĨƵů ŝƚ ?ƐŐƌŽǁŶ ? ?  ?W ? P
CNS) 
 
3.2: Some early work required to define the CCC roles 
3.2.1: Mixing up with MDT role 
 “dŚĞ ĐĂŶĐĞƌ ĐĂƌĞ ĐŽŽƌĚŝŶĂƚŽƌ ƌŽůĞǁĂƐ ǀĞƌǇ ŶĞǁ ? / ƚŚŝŶŬ ? ƉĞŽƉůĞ ĚŝĚ ǁŽŶĚĞƌǁŚĂƚ ƚŚĞ ƌŽůĞǁĂƐ
gonna be about and, I think, that occasionally people still got mixed up between the MDT 
coordinator role which is very much about tracking patients through the system and doing all of 
the, you know, the 65 day target, things like that, 31 and 65 day target so, I think, occasionally 
people got mixed up ĂƐƚŽǁŚŽĚŽĞƐǁŚĂƚďƵƚ/ƚŚŝŶŬŽƚŚĞƌǁŝƐĞŝƐƋƵŝƚĞĐůĞĂƌ ? ? ?W ? PE^ ? 
3.2.2: Mixing up with admin role 
 “^ŚĞ ĐŽŵĞƐ ĨƌŽŵ Ă ƐĞĐƌĞƚĂƌŝĂů ďĂĐŬŐƌŽƵŶĚ ĂŶĚ ƐŚĞ ŬŶŽǁƐ ŚŽǁ ƚŽ ĚŽ ƚŚĞƐĞ ƚŚŝŶŐƐ ĂŶĚ ƚŚĞǇ ?ƌĞ
aware that she knows how to do certain things like book appointments and things. But the people 
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who are managing the co-ŽƌĚŝŶĂƚŽƌƐŚĂǀĞďĞĞŶǀĞƌǇĂĐƚŝǀĞŝŶƐĂǇŝŶŐ ‘ŶŽƚŚŝƐŝƐƚŚĞŝƌƌŽůĞ ?ƚŚĞǇĂƌĞ
ŶŽƚƚŚĞƌĞƚŽďĞĂƐĞĐƌĞƚĂƌǇŽƌĂĐůĞƌŝĐĂůƉĞƌƐŽŶ ? ?^Ž ?ƚŚĞǇ ?ǀĞŬĞƉƚĂƋƵŝƚĞƚŝŐŚƚŚŽůĚŽŶƚŚĂƚďƵƚ/
think from other people ?ƐƉĞƌƐƉĞĐƚŝǀĞ ?ŶŽƚĐůŝŶŝĐĂů ?ďƵƚĨƌŽŵĂŶĂĚŵŝŶƉŽŝŶƚŽĨǀŝĞǁ ?ƉĞŽƉůĞŚĂǀĞ
ƐĂŝĚƚŽŵĞ ‘ǁĞůůǁŚǇĐĂŶ ?ƚƐŚĞĚŽƚŚĂƚ ?ĂŶĚǁŚǇĐĂŶ ?ƚƐŚĞĚŽƚŚĂƚŝƚǁŽƵůĚŵĂŬĞůŝĨĞĞĂƐŝĞƌĨŽƌŵĞ ? ?
ŶĚƚŚĞǇŚĂǀĞŶ ?ƚƋƵŝƚĞƵŶĚĞƌƐƚŽŽĚŚĞƌƌŽůĞ ? ? ?W ? PE^ ? 
 “/ƚŚŝŶŬŝƚƚĂŬĞƐƋƵŝƚĞĂ ƐƚƌŽŶŐŵĂŶĂŐĞƌƚŽƐƚŽƉƚŚĂƚĂŶĚƐĂǇ ‘EŽ ?ƚŚĂƚ ?ƐŶŽƚŚĞƌũŽď ?ǇŽƵŶĞĞĚƚŽ
ƉƵƚƚŚĂƚƚŽǇŽƵƌƐĞĐƌĞƚĂƌŝĞƐǇŽƵŬŶŽǁ ? ? ?W ? PE^ ? 
3.2.3: Mixing up with a nurse role 
 “dŚĞƌŝƐŬŝƐĂƐǁĞůůƚŚĂƚƚŚĞĐŽŶƐƵůƚĂŶƚƐƚŚŝŶŬƐŚĞĐĂŶĚŽƚŚĞƐĂŵĞĂƐĂƌĞŐŝƐƚĞƌĞĚŶƵƌƐĞ ?ĂŶĚŝƚ ?Ɛ
the cancer care coordinator has to be quite you know, be able to you know, often a band 4 will 
ĐŚĂůůĞŶŐĞĂĐŽŶƐƵůƚĂŶƚďƵƚŝĨƐŚĞǇŽƵŬŶŽǁ ?ƚŚĞĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌŚĂƐƚŽƐĂǇ ‘ĐƚƵĂůůǇ ?/ ?ŵ
not allowed to do that and you need to speak to my manager or the other specialist nurses, and 
ǇĞĂŚ ? ƐŽ / ƚŚŝŶŬ ƚŚĂƚ ŵǇ ƚŚĂƚ ĂƌĞ ŵŽƌĞ ƚŚĂŶ ĂŶǇƚŚŝŶŐ ƌĞĂůůǇ ? ďĞĐĂƵƐĞ / ƚŚŝŶŬ ƚŚĞǇ ?ƌĞ ũƵƐƚ ƐĞĞŶ
ƐŽŵĞŚŽǁĂƐĂĐŽŶƐƵůƚĂŶƚƚŽƐĞĞƚŚĞŶƵƌƐĞĂŶǇďŽĚǇƉĂŝƌŽĨŚĂŶĚƐ ? ? ?W ? PE^ ? 
3.3: Competency with Community Sister role 
3.3.1: Having broad skills  
dŚĞǇ ?ǀĞŐŽƚĂǀĞƌǇďƌŽĂĚƌĂŶŐĞƚŽĐŽǀĞƌĂŶĚ/ĚŽŶ ?ƚƚŚŝŶŬǇŽƵĐŽƵůĚŚĂǀĞ ?ĐŽƵůĚŚĂǀĞĚŽŶĞƐŽƌƚŽĨ
ďĞŝŶŐ ƚƌĂŝŶĞĚ ƵƉ ŝŶ Ă ƐƉĞĐŝĨŝĐ ƚƵŵŽƵƌ ŐƌŽƵƉ ďĞĐĂƵƐĞ ŝƚ ǁŽƵůĚŶ ?ƚ ? ŝƚ ǁŽƵůĚŶ ?ƚ ďĞ ? ǇŽƵ ?Ě ŚĂǀĞ ƚŽ
work in that area for a long period of time to get that knowledge and skills in that particular area 
ŝĨ ǇŽƵ ŬŶŽǁ ǁŚĂƚ / ŵĞĂŶ ? ^Ž / ƚŚŝŶŬ ƚŚĂƚ ŝŶ ƚŚĞ ƌŽůĞƐ ƚŚĞǇ ?ƌĞ ŝŶ ? / ĚŽŶ ?ƚ ƚŚŝŶŬ ƚŚĞǇ ĐŽƵůĚ ďĞ
ƐƉĞĐŝĂůŝƐƚŝŶĞĂĐŚĂƌĞĂ/ƚŚŝŶŬŝƚ ?ƐŵŽƌĞƚŚĞďƌŽĂĚĞƌƐŬŝůůƐ/ƚŚŝŶŬƚŚĂƚƚŚĞǇǁŽƵůĚŶĞĞĚƌĞĂůůǇƚŽĚŽ
tŚĂƚ ? ? ?W ? ? PE^ ? 
3.3.2: Obtaining cross-boundaries skills by experience rather than having more training 
 “/ŐƵĞƐƐ ŝĨ ǇŽƵ ?ƌĞǁŽƌŬŝŶŐĂƐĂĐůŝŶŝĐĂůŶƵƌƐĞ ƐƉĞĐŝĂůŝƐƚ ŝŶŽŶĞ ƚǇƉĞŽĨ ĐĂŶĐĞƌ ƚŚĞŶ ŝƚ ŝƐĞĂƐŝĞƌ ƚŽ
build up that expert knowledge around that cancer ďƵƚŝĨǇŽƵ ?ƌĞĂĐƚƵĂůůǇĐŽǀĞƌŝŶŐůŽƚƐŽĨĚŝĨĨĞƌĞŶƚ
ĐĂŶĐĞƌƐ ƚŚĞŶ ŝƚ ?ƐŐŽŝŶŐ ƚŽƚĂŬĞĂ ůŝƚƚůĞďŝƚ ůŽŶŐĞƌ ? ŝĨ ƚŚĂƚŵĂŬĞƐƐĞŶƐĞ ?Ƶƚ Ɛƚŝůů ? /ǁŽƵůĚ ƐĞĞƚŚĂƚ
ƚŚĞƌĞǁŽƵůĚďĞŽƉƉŽƌƚƵŶŝƚŝĞƐĨŽƌƚŚĂƚƐŽƌƚŽĨĐƌŽƐƐďŽƵŶĚĂƌǇǁŽƌŬŝŶŐ ?ŝƚ ?ƐĂďŝƚůŝŬĞǁŚĂƚǁĞĚŽŝŶ
pallŝĂƚŝǀĞ ĐĂƌĞ ǁĞ ƐĞĞ ĞǀĞƌǇ ƚǇƉĞ ŽĨ ĐĂŶĐĞƌ ĂŶĚ ĞǀĞƌǇ ƚǇƉĞ ŽĨ ƉĂůůŝĂƚŝǀĞ ƉĂƚŝĞŶƚ ? ƐŽ ŝĨ ǁĞ ĚŽŶ ?ƚ
ŬŶŽǁ ? ǁĞ ǁŽƵůĚ ŐŽ ĂŶĚ ĂƐŬ ĂŶĚ ĨŝŶĚ ƐŽŵĞďŽĚǇ ǁŚŽ ĐŽƵůĚ ŚĞůƉ ƵƐ ? ƐŽ / ?ŵ ŶŽƚ ƐƵƌĞ ƚŚĂƚ ƚŚĂƚ
ƐŚŽƵůĚďĞĂŚƵŐĞďĂƌƌŝĞƌŽƌĂƉƌŽďůĞŵ ?ďƵƚĐĞƌƚĂŝŶůǇƚŚĂƚ ?ƐŶŽƚďĞĞŶŵǇĞǆperience of the nurse 
ƚŚĂƚǁĞ ?ǀĞǁŽƌŬĞĚǁŝƚŚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
3.3.3: Mutual and two way process of learning with CNSs 
 “/ƚŚŝŶŬƚŚĞǇĐĂŶ ?ďƵƚŽďǀŝŽƵƐůǇ ?ůŝŬĞĂŶǇŶƵƌƐĞ ?ŝĨƚŚĞƌĞ ?ƐĂŶǇƚŚŝŶŐƚŚĂƚǇŽƵ ?ƌĞŶŽƚƐƵƌĞĂďŽƵƚǇŽƵ
would always seek that advice and I would say that that advice could then come from the site-
specific clinical nurse specialists. And there should be that flow of information and support both 
ways because, in effect the community nurse will have a different skill set and tŚĂƚ ?ƐƌĞĂůůǇĂƌŽƵŶĚ
how you support people at home and they can  W I guess  W support the site specific nurses in 
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ƵŶĚĞƌƐƚĂŶĚŝŶŐ ǁŚĂƚ ƚŚĞ ĐŚĂůůĞŶŐĞƐ ƚŚĂƚ ƚŚĞ ƉĂƚŝĞŶƚƐ ĂƌĞ ĨĂĐŝŶŐ Ăƚ ŚŽŵĞ ? ƐŽ ŝƚ ?Ɛ Ă ƚǁŽ ǁĂǇ
ƉƌŽĐĞƐƐ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
 
Theme 4: Challenges and enablers to the development and implementation of the 
roles 
dŚĞ ŵĂŝŶ ĐŚĂůůĞŶŐĞƐ ĨĂĐŝŶŐ ďŽƚŚ ƌŽůĞƐ ĂƌĞ ŽƚŚĞƌƐ ? ƵŶĚĞƌƐƚĂŶĚŝŶŐ ŽĨ ƚŚĞ ƌŽůĞ ŝŶĐůƵĚŝŶŐ ŚĞĂůƚŚ
ƉƌŽĨĞƐƐŝŽŶĂůƐĂŶĚƉĂƚŝĞŶƚƐ ?ƉĞƌĐĞƉƚŝŽŶƐŽĨƚŚĞƌŽůĞƐ ? 
4.1: CCC role 
4.1.1: Initial challenges  
 “/ƚŚŝŶŬƚŚĞŝŶŝƚŝĂůĐŚĂůůĞŶŐĞƐǁŚĞŶŝƚĨŝƌƐƚĐĂŵĞ ? ? ?ďĞĐĂƵƐĞŝƚǁĂƐĂŶĞĞĚƉŽƐƚƚŚĞƌĞǁĂƐůŽƚƐŽĨ ? ? ?
there were anxieties about what they would be doing and, I think, initially people were unsure as 
ƚŽǁŚĂƚƚŚĞǇǁŽƵůĚďĞĚŽŝŶŐ ? ? ?W ? PE^ ? 
4.1.2: Ongoing challenges 
 “/ƚŚŝŶŬƚŚĞďŝŐŐĞƐƚƉƌŽďůĞŵŝŶŵĂŝŶƚĂŝŶŝŶŐƚŚĞŵǁŝůůďĞĚŽǁŶƚŽĨŝŶĂŶĐŝĂů ?ǇŽƵŬŶŽǁ ?ǁŚĞƚŚĞƌŽƌ
ŶŽƚƚŚĞǇĐĂŶďĞĨƵŶĚĞĚ ? ? ?W ? PE^ ? 
4.2: Community Sister role 
4.2.1: Apprehension and resistance to the role 
 “dŚĞŵĂŝŶĐŚĂůůĞŶŐĞƐĂŶĚďĂƌriers I think with any new post, it - professionals understanding what 
that role will involve, and I think sometimes professionals become quite  W or can become quite 
ƌĞƐŝƐƚĂŶƚĂŶĚƋƵŝƚĞĐŚĂůůĞŶŐŝŶŐƚŽŶĞǁƉĞŽƉůĞĐŽŵŝŶŐŝŶďĞĐĂƵƐĞƚŚĞǇĨĞĂƌƚŚĂƚƚŚĞǇ ?ƌĞŐŽŝng to 
be taking some element of their role but certainly in  W in our case I would  W that has not been an 
issue because certainly can see the benefit of having that person who bridges the gap, who  W 
ǁŚŽ ?Ɛ ĚĞĨŝŶŝƚĞůǇ ĨƵůĨŝůůŝŶŐ ƐŽŵĞ ƉĂƚŝĞŶƚƐ ? ƵŶŵĞƚ ŶĞĞĚƐǁŚĞƌĞ ƚƌĂĚŝƚŝŽŶĂůůǇ ǁĞ ?ǀĞ ĨŽƵŶĚ ŝƚ ƋƵŝƚĞ
ŚĂƌĚďĞĐĂƵƐĞǁĞ ?ǀĞŶŽƚďĞĞŶĂďůĞƚŽƉƌŽǀŝĚĞƚŚĂƚƐĞƌǀŝĐĞƚŚĂƚƐŚĞŚĂĚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚ
nurse) 
 “/ ƚŚŝŶŬ ƐŽŵĞŽĨ ŝƚ ǁĂƐ ƚŚĞ ůŽŐŝƐƚŝĐƐ ĂŶĚ ƚŚĞ ƐƚĂƌƚ ƵƉ ďĞĐĂƵƐĞ ǁŚĞŶ ƚŚĞ ^ŝƐƚĞƌ ƐƚĂƌƚĞĚ ŚĞƌĞ ƐŚĞ
ĚŝĚŶ ?ƚŚĂǀĞĂŶŽĨĨŝĐĞ ?ƐŚĞĚŝĚŶ ?ƚŚĂǀĞĂƉŚŽŶĞůŝŶĞ ?ƐŚĞĚŝĚŶ ?ƚŚĂǀĞƚŚĞŝŶĨƌĂƐƚƌƵĐƚƵƌĞƌĞĂĚǇǁŚĞŶ
she started so that was quite difficult and to that you know it was a time limited project and that 
took a chunk of the time for her to you know get her referral pathways and communication 
ŵĞƚŚŽĚƐŐŽŝŶŐƐŽ/ƚŚŝŶŬƚŚĂƚǁĂƐƋƵŝƚĞĚŝĨĨŝĐƵůƚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
Theme 5: Understanding of the Intervention Matrix (IMs) 
The IMs cannot give the full picture of what the CCCs role involves. The role is holistic, evolving and 
innovative which means that the CCCs spend a great deal of their time with small number of patients 
with complex needs while the IMs only represent the remit of their work and their tasks quantitatively.  
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5.1: Linking limitations of IMs to the holistic nature of CCC role 
 “/ƚ ?Ɛ ǀĞƌǇ ƚŝŵĞ ĐŽŶƐƵŵŝŶŐ ĂŶĚ ŝƚ ?Ɛ ǀĞƌǇ ƚŝŵĞ ĐŽŶƐƵŵŝŶŐ ĨŽƌ ƚŚĞ ƐƉĞĐŝĂůŝƐƚ ŶƵƌƐĞƐ ƚŽ ĐŚĞĐŬ ĂŶĚ
verify but I understand that, you know, you have to some way of recording how useful an 
ŝŶƚĞƌǀĞŶƚŝŽŶŝƐ ?/ƐƵƉƉŽƐĞƚŚĞŵĞƚƌŝĐŝƐĨĂŶƚĂƐƚŝĐŝŶƚŚĂƚŝƚĐĂƉƚƵƌĞƐƐŽŵĞŝŶĨŽƌŵĂƚŝŽŶďƵƚ/ĚŽŶ ?ƚ
ƚŚŝŶŬŝƚŐŝǀĞƐĂƚŽƚĂůƉŝĐƚƵƌĞ ? ? ?W ? PE^ ? 
Theme 5: Example 
 “zĞĂŚŝƚ ?ƐĂďŝƚůŝŬĞǇŽƵŬŶŽǁǁŚĞŶ/ǁŽƌŬĞĚĂƐĂĚŝƐƚƌŝĐƚŶƵƌƐĞƉĞŽƉůĞĐŽƵůĚƐĂǇƚŽǇŽƵŚŽǁŵĂŶǇ
ǀŝƐŝƚƐŚĂǀĞǇŽƵŐŽƚĂŶĚǇŽƵĐŽƵůĚƐĂǇ/ ?ǀĞŐŽƚ30 visits today, you might have 30 visits but it might 
ũƵƐƚďĞ ? ?ŝŶũĞĐƚŝŽŶƐǁŚŝĐŚƌĞĂůůǇ ?ǇŽƵŬŶŽǁ ?ǇŽƵ ?ƌĞŝŶĂŶĚŽƵƚǇŽƵĐŽƵůĚŚĂǀĞ ?ǀŝƐŝƚƐǁŝƚŚŚŝŐŚůǇ
complex, emotionally charged situations and be far more draining, but in terms of numerical 
value, yoƵŬŶŽǁǇŽƵĐĂŶ ?ƚŵĞĂƐƵƌĞŝƚ ?ĐĂŶǇŽƵ ? ? ?W ? PE^ ? 
 “/ĨǇŽƵĐŽŵƉĂƌĞƚŚĞŶƵŵďĞƌƐǁĞŚĂǀĞǁŝƚŚŽƵƌƉĂƚŝĞŶƚƐǁŝƚŚƚƵŵŽƵƌŐƌŽƵƉƐƐƵĐŚĂƐƚŚĞďƌĞĂƐƚ
team, colorectal team, lung teams, we have much much less numbers of patients coming through 
but as I said our patiĞŶƚƐĂƌĞŚŝŐŚůǇĐŽŵƉůĞǆĂŶĚ / ƚŚŝŶŬĂƐŶƵƌƐĞǁĞƐŽƌƚŽĨ ĨĞĞůǀĞƌǇŽĨƚĞŶ ŝƚ ?Ɛ
ĚŝĨĨŝĐƵůƚ ĨŽƌ ƵƐ ƚŽ ƐŽƌƚ ŽĨ ƐĂǇ ǇŽƵ ŬŶŽǁ ǁĞ ?ǀĞ ŐŽƚ ŵƵĐŚůĞƐƐ ŶƵŵďĞƌƐ ƚŚĂŶ ŵĂǇďĞ ƚŚĞ ŽƚŚĞƌ
ƚƵŵŽƵƌŐƌŽƵƉƐŚĂǀĞďƵƚŝƚ ?ƐƐŽƌƚŽĨĐŽŵƉůĞǆŝƚǇƚŚĂƚƚĂŬĞƐƵƉĂůŽƚŽĨŽƵƌƚŝŵĞƌĞĂůůǇ ?/ƚŚŝŶŬƚŚĂƚ ?Ɛ
exactly the same for the co-ordinators in such you know we do have much less numbers but with 
ůŽƚƐŽĨĐŽŵƉůĞǆŝƚǇƐŽƚŚĂƚĚŽĞƐƚĂŬĞƵƉĂůŽƚŽĨƚŝŵĞ ?^Ž ?ŝƚ ?ƐǀĞƌǇĚŝĨĨŝĐƵůƚƚŽŵĞĂƐƵƌĞƚŚĂƚƌĞĂůůǇ ? ?
(P5: CNS) 
 “/ ƚŚŝŶŬ ŝƚǁĂƐƉƌŽďĂďůǇŚĞůƉĨƵů ŝŶ the in the first off, you know, to identify how sort of like the 
ƐĞƌǀŝĐĞĚĞǀĞůŽƉĞĚ ?ĂŶĚďƵƚĂĐƚƵĂůůǇĨŽƌƚŚĞŵƚŽĐŽŶƚŝŶƵĞƚŽĨŝůůŝƚŝŶ ?/ ?ŵŶŽƚƌĞĂůůǇƐƵƌĞ ? ?/ǁŽƵůĚ
ŚĂƚĞƚŽƚŚŝŶŬƚŚĂƚƚŚĞǇ ?ĚŚĂǀĞƚŽĨŝůůƚŚĂƚŝŶŽŶĂĚĂǇƚŽĚĂǇďĂƐŝƐ ?ƌŝŐŚƚƚŚƌŽƵŐŚƐŽƌt of like their 
ǇŽƵŬŶŽǁ ?ƚŚĞƚŚĞŝƌũŽďƌŽůĞ ?ǇŽƵŬŶŽǁ ?ŝƚ ?ƐďƵƚ/ƚŚŝŶŬŝƚ ?ƐƐĞƌǀĞĚĂƉƵƌƉŽƐĞĚĞĨŝŶŝƚĞůǇďƵƚ/ƚŚŝŶŬŝƚ
was a little bit mundane, a long-ǁŝŶĚĞĚ ĂŶĚ ŝƚ ĚŝĚŶ ?ƚ ƐŽƌƚ ŽĨ ůŝŬĞ ŝĚĞŶƚŝĨǇ ĨƵůůǇ ? ǇŽƵŬŶŽǁ ?ǁŚĂƚ
was, what the service offered really.  ? ŝƚ ŝƐƐŽƌƚŽĨ ůŝŬĞĂŶƵŵďĞƌĐƌƵŶĐŚŝŶŐƚŚŝŶŐƌĞĂůůǇ ? ŝƐŶ ?ƚ ŝƚ ?
ƵƚďĞĐĂƵƐĞŝƚ ?ƐĂŚŽůŝƐƚŝĐƚŚŝŶŐǇŽƵĐĂŶ ?ǇŽƵĐĂŶ ?ƚĂůǁĂǇƐƉƵƚƚŚĂƚĚŽǁŶŽŶĂƐŚĞĞƚ ? ? ?W ? PE^ ? 
5.2: Linking IMs to the original job description 
 “/ ƚŚŝŶŬ ŝƚ ?Ɛ ƉƌĞƚƚǇŵƵĐŚǁŚĂƚ ďŽƚŚ ƐŚĞ ĂŶĚ / expected of the role. I mean obviously there has 
been a significant increase in referrals for prostate cancer this year, and all of our roles do develop 
ĂŶĚĂĚĂƉƚ ?ďƵƚǁĞ ?ǀĞďĞĞŶǀĞƌǇĐĂƌĞĨƵůƚŽŵĂŬĞƐƵƌĞƚŚĂƚŚĞƌ ?ŚĞƌǁŽƌŬĂŶĚǁŚĂƚƐŚĞĚŽĞƐŝƐǀĞƌǇ
much ŝŶŬĞĞƉŝŶŐǁŝƚŚǁŚĂƚƚŚĞƌĞŵŝƚŽĨǁŚĂƚDĂĐŵŝůůĂŶǁĂŶƚĞĚ ?dŚĞǇ ?ǀĞďĞĞŶǀĞƌǇŝŶǀŽůǀĞĚŝŶ ?
ƚŚĞǇ ?ǀĞŐŽƚƌĞŐƵůĂƌŵĞĞƚŝŶŐƐǁŝƚŚƚŚĞĐĂŶĐĞƌĐĂƌĞĐŽ-ŽƌĚŝŶĂƚŽƌƐĂŶĚƚŚĞǇ ?ǀĞĚŽŶĞĂŶĞǀĂůƵĂƚŝŽŶ
ĂŶĚ ƚŚĞǇ ?ǀĞ ĐŽŵƉůĞƚĞĚ Ă ŵĂƚƌŝǆ  ?/DƐ ? ĂďŽƵƚ ǁŚĂƚ ƚŚĞǇ ?ƌĞ ĚŽŝŶŐ ? ŶĚ ? ŽĐĐĂƐionally they might 
ŚĂǀĞ ƐĂŝĚ ƚŽ ŵĞ  ‘/ ƚŚŝŶŬ ƐŚĞ ?Ɛ ĚŽŝŶŐ Ă ůŝƚƚůĞ ďŝƚ ƚŽŽ ŵƵĐŚ ĂĚŵŝŶ ? ? ǇŽƵ ŬŶŽǁ ƚŚŝŶŐƐ ƚŚĂƚ ƚŚĞ
ƐĞĐƌĞƚĂƌŝĞƐƐŚŽƵůĚďĞĚŽŝŶŐ ?ƐŽƚŚĞǇ ?ǀĞŬĞƉƚ/ƚŚŝŶŬ ?ŚĞƌƌŽůĞǀĞƌǇƚŝŐŚƚŝŶŬĞĞƉŝŶŐǁŝƚŚƚŚĞŽƌŝŐŝŶĂů
ũŽďĚĞƐĐƌŝƉƚŝŽŶ ? ? ?W ? PE^ ? 
5.3: Linking IMs to the effectiveness and impact of the role 
 “/ĚŽŶ ?ƚƚŚŝŶŬŝƚƚƌƵůǇƌĞĨůĞĐƚƐƚŚĞǁŽƌŬƚŚĂƚƚŚĞŐŝƌůƐŚĂǀĞďĞĞŶĚŽŝŶŐŚĞƌĞŝŶƚŚĞŚŽƐƉŝƚĂů ?ǁĞ ?ǀĞ
ďĞĞŶƚƌǇŝŶŐƚŽŐĞƚƚŚĞŵĂƉĞƌŵĂŶĞŶƚƉŽƐŝƚŝŽŶĂŶĚ/ĚŽŶ ?ƚƚŚŝŶŬƚŚĂƚƌĞĂůůǇƌĞĨůĞĐƚƐ ?ŝƚ ?ƐũƵƐƚĂƐĞƌŝĞƐ
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of gƌĂƉŚƐ ? ƚŚĞƌĞ ?Ɛ ŶŽƚŚŝŶŐ ƚŽ ƐĂǇ ǇĞƐ ƚŚĞ ŐŝƌůƐ ŚĂǀĞ ƐĂǀĞĚ ƚŚŝƐĂŵŽƵŶƚ ? ǇĞƐ ƚŚĞǇ ?ǀĞ ƐĂǀĞĚ ƚŚŝƐ
ĂŵŽƵŶƚ ŽĨ ƚŝŵĞ ? Ƶƚ ŝƚ ?Ɛ ŶŽƚ ĐůĂƌŝĨǇŝŶŐ ƚŚĞŶ ǁŚĂƚ ƚŚĂƚ ƚŝŵĞ ? ǁŚĂƚ ?Ɛ ďĞĞŶ ĚŽŶĞ ǁŝƚŚ ƚŚĂƚ ƚŝŵĞ ?
ƚŚĂƚ ?Ɛ ďĂƐŝĐĂůůǇǁŚĂƚ ƚŚĞ ƚƌƵƐƚ ǁĂŶƚ ǇŽƵ ŬŶŽǁ ?  dƌƵƐƚƐ ǁĂŶƚ ƚŽ ŬŶŽǁ ? ǁŚat, how has that time 
ƚŚĂƚ ?ƐďĞĞŶƐĂǀĞĚďĞĞŶƵƚŝůŝƐĞĚ ? ? ?W ? PE^ ? 
Theme 6: Perceived patient understanding of the roles 
Although patients might not identify professionals in different uniforms but the impact of the role on 
patient care has been recognised by them.  
6.1: CCC role 
6.1.1: General perception 
 “/ƚŚŝŶŬƚŚĞƉĂƚŝĞŶƚƐǁĞƌĞũƵƐƚĂƐĞƋƵĂůůǇƋƵŝƚĞŚĂƉƉǇƚŽƐƉĞĂŬƚŽƐŽŵĞďŽĚǇǇŽƵŬŶŽǁ ?ǁŚŽǁĂƐ
who was non-ŶƵƌƐŝŶŐĂďŽƵƚŝƐƐƵĞƐƚŚĂƚƚŚĞǇŚĂĚĂƐǁĞůů ? ? ?W ? PE^ ? 
 “dŚĞǇ ?ƌĞ ƐŽƌƚŽĨǀĞƌǇŚĂƉƉǇǁŝƚŚ ƚŚŝŶŐƐ ?ǁĞsort of explain what the role is and everything and 
ƚŚĞǇ ?ƌĞŵŽƌĞƚŚĂŶŚĂƉƉǇƚŽƐƉĞĂŬƚŽƚŚĞĐŽ-ŽƌĚŝŶĂƚŽƌǁŚĞŶǁĞ ?ƌĞŶŽƚƚŚĞƌĞ ?ŶĚƚŚĞĐŽ-ordinator 
is very clear when each patient she needs to speak to and when it needs to be relayed to a 
specialist nurse so we are very aware of the boundaries. And so if a patient needs to specifically 
ƚĂůŬƚŽƵƐŝƚƐĨŝŶĞƚŚĞǇĐĂŶĂďƐŽůƵƚĞůǇĚŽƚŚĂƚďƵƚǁŚĞŶŝƚ ?ƐĂďŽƵƚĚŽŝŶŐƚŚĞŵŽƌĞƐŝŵƉůĞƐŝĚĞŽĨ
things, then it absolutely can be a care co-ordinator. And a co-ŽƌĚŝŶĂƚŽƌƐ ?got the skills needed to 
ĚĞĂůǁŝƚŚƉĂƚŝĞŶƚƐǀĞƌǇĞĨĨĞĐƚŝǀĞůǇĂŶĚƐĞŶƐŝƚŝǀĞůǇ ? ? ?W ? PE^ ? 
 “tŚĞŶƚŚĞǇĨŝƌƐƚŵĞĞƚƉĞŽƉůĞŝŶƚŚĞŽƵƚƉĂƚŝĞŶƚĐůŝŶŝĐ ?ǁŚĞŶƚŚĞǇĨŝƌƐƚĂƌĞĚŝĂŐŶŽƐĞĚ ?ŽƌĞǀĞŶĂĨƚĞƌ
ĚŝĂŐŶŽƐŝƐ ?ƚŚĂƚ ?ƐŽďǀŝŽƵƐůǇĂǀĞƌǇƐƚƌĞƐƐĨƵůƚŝŵĞĨŽƌŵŽƐƚƉĂƚŝĞŶƚƐ ĂŶĚƚŚĞŝƌĨĂŵŝůŝĞƐ ?ŶĚ ?/ĚŽŶ ?ƚ
always feel that they appreciate the different roles, they just see someone in a uniform and think 
ƚŚĞǇ ĂƌĞ ĞŝƚŚĞƌ Ă ĚŽĐƚŽƌ Žƌ Ă ŶƵƌƐĞ ? ^Ž / ĚŽŶ ?ƚ ƚŚŝŶŬ ĨƌŽŵ ƚŚĞ ǀĞƌǇ ďĞŐŝŶŶŝŶŐ ƚŚĞǇ ŶĞĐĞƐƐĂƌŝůǇ
understand the role, they juƐƚŵĞĞƚƐŽŵĞďŽĚǇǁŚŽ ?ƐŐŽŝŶŐƚŽŚĞůƉƚŚĞŵ ? ?dŚĞƉĂƚŝĞŶƚƐĂƌĞǀĞƌǇ
accepting and I think that they are obviously, most patients are very happy when somebody 
answers the phone to them and you know, if I was out of the office and patients were leaving 
messages, that can be very frustrating for patients. So to have someone who is there and 
answering the phone and possibly dealing with their queries straight away is a big bonus for 
ƉĂƚŝĞŶƚƐ ? ? ?W ? PE^ ? 
 “dŚĞƉĂƚŝĞŶƚƐƌĞĂůůǇůŽǀĞƚŚĂƚĂŶĚƚŚĞǇ ?ƌĞƐŽŐƌĂƚĞĨƵůĨŽƌyou know, [the CCC] can do all the phone 
ĐĂůůƐ ƚŽ ƐĂǇ ǇŽƵ ŬŶŽǁ ?  ‘ǇŽƵ ǁĞƌĞ ŝŶ ĐůŝŶŝĐ ůĂƐƚ ǁĞĞŬ ?ĚŝĚ ǇŽƵ ƵŶĚĞƌƐƚĂŶĚ ĞǀĞƌǇƚŚŝŶŐ ƚŚĂƚ ǁĞ ?ǀĞ
ƐĂŝĚ ?ĂŶĚ  ‘ŚŽǁ ?ƌĞǇŽƵĚŽŝŶŐ ?ĂŶĚ ‘ĂŶǇƚŚŝŶŐĞůƐĞǁĞĐĂŶŐĞƚĨŽƌǇŽƵ ? ?ĂŶĚƐƵĐŚ ?ƐŽƚŚĞǇĨĞĞůǀĞƌǇ
supported and I think tŚĞƐĞƌǀŝĐĞƚŚĂƚǁĞ ?ƌĞǀĞƌǇůƵĐŬǇƚŽŚĂǀĞƌĞĂůůǇĂŶĚ/ƚŚŝŶŬǇŽƵŬŶŽǁ ?ƚŽĂŶ ?
ǁŚĞŶĂƐǁĞŬŶŽǁ ?ůŝŬĞĂŶǇE,^ƐĞƌǀŝĐĞƐǁĞ ?ƌĞŶŽƚĨƵůůŝƐŚǁŝƚŚƐƚĂĨĨĂŶĚŝƚũƵƐƚŐŝǀĞƐƵƐĂďŝƚŽĨƚŝŵĞ
ƚŽŚĂǀĞƚŚĂƚ ?ƚŚĞƐŽĨƚƐƚƵĨĨ ?ŝŶĐŽŶƚĂĐƚĂŶĚƚŚĞƌĞĂƐƐƵƌĂŶĐĞ ? ?W ? PE^ ? 
6.1.2: Confusion about the role with benign tumours 
 “KƵƌ ƉĂƚŝĞŶƚƐ ŽďǀŝŽƵƐůǇ ĚŽ ŚĂǀĞ Ă ůŽƚ ŽĨ ƐƵƉƉŽƌƚ ĨƌŽŵ ƵƐ ǁŝƚŚ ďĞŶŝŐŶ ƚƵŵŽƵƌƐ ĂŶĚ / ƚŚŝŶŬ
ƐŽŵĞƚŝŵĞƐ ŝƚ ?Ɛ Ă ďŝƚ ƚƌŝĐŬǇ ďĞĐĂƵƐĞ ŽďǀŝŽƵƐůǇ ƚŚĞŝƌ ƌŽůĞ ŝƐ Ă ĂŶĐĞƌ Ž-ordinator and the name 
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cancer in front of that makes it very difficult with the patients because maybe understand how 
they are supporting, you know, the benign tumours support in their role. So that does make it a 
bit tricky in terms of how we introduce the Cancer Care Co-ordinators to the benign tumours 
because obviously that would be a very alarming to the patient if you start to introduce the word 
ĐĂŶĐĞƌǁŚĞŶƚŚĞǇŚĂǀĞŶ ?ƚŐŽƚĐĂŶĐĞƌ ? ? ?W ? ? PEĞƵƌŽ-oncology Neuro-oncology physiotherapist) 
6.2: Community Sister role 
6.2.1: Community Sister role within a home environment  
 “tĞŐĞƚĂŶŝĚĞĂĂďŽƵƚƐŽƌƚŽĨƉĂƚŝĞŶƚƐŚŽŵĞĐŝƌĐƵŵƐƚĂŶĐĞƐ ?ǇŽƵŬŶŽǁ ?ǁŚĞŶǁĞǁŚĞŶǁĞŵĞĞƚ
them and things like that but actually, you know, those these Community Sisters going out to see 
them, can sort of identify a little ďŝƚŵŽƌĞ ?/ƚŚŝŶŬƐŽŵĞƚŝŵĞƐŝƚ ?ƐĞĂƐŝĞƌĨŽƌƉĂƚŝĞŶƚƐƚŽƉĞŶƵƉŝŶ
their own environments, you know, rather than in a hospital environment about issues that might 
be going on, so they, you know, they do see additional things that you probably might not be 
ŝĚĞŶƚŝĨŝĞĚ ?ǁŝƚŚŝŶĂŚŽƐƉŝƚĂůďĂƐĞĚƐĞƚƚŝŶŐ ? ? ?W ? PE^ ? 
6.2.2: Introducing the palliative care gradually to patients 
 “^ŽŵĞƚŝŵĞƐ ƉĂƚŝĞŶƚƐ ĂƌĞ ǀĞƌǇ ĂƉƉƌĞŚĞŶƐŝǀĞ ĂďŽƵƚ ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ŝŶǀŽůǀĞŵĞŶƚ ĂŶĚ ƐŽ ŝŶ ƐŽŵĞ
ways it can work well in that the nurse can facilitate that introduction, if that makes sense. Or in 
ŽƚŚĞƌ ƐŝƚƵĂƚŝŽŶƐ ? ŝĨ ƚŚĞ ƉĂƚŝĞŶƚƐ ƌĞĂůůǇ ũƵƐƚ ĚŽŶ ?ƚ ǁĂŶƚ ƉĂůůŝĂƚŝǀĞ ĐĂƌĞ ƚŚĞŶ ǁĞ ?ǀĞ ďĞĞŶ ĂďůĞ ƚŽ
ƐƵƉƉŽƌƚƚŚĞŶƵƌƐĞƚŽďĞĂďůĞƚŽƉƌŽǀŝĚĞƐŽŵĞŽĨƚŚĂƚƉĂůůŝĂƚŝǀĞĐĂƌĞƚŚĂƚƚŚĂƚƉĂƚŝĞŶƚŵŝŐŚƚŶĞĞĚ ? ?
(P13: Palliative specialist nurse) 
 “/ǁŽƵůĚƐĂǇǀĞƌǇƉŽƐŝƚŝǀĞůǇ ?ďĞĐĂƵƐĞŝƚ ?ƐƐŽŵĞďŽĚǇǁŚŽĐĂŶƐƵƉƉŽƌƚƚŚĞŵŝŶƚŚĞŝƌŽǁŶŚŽŵĞ ?ŝƚ ?Ɛ
a scary time when someone is newly diagnosed with cancer and people are thrown into a sort of a 
ǁŽƌůĚ ŽĨ ŶĞǁ ƚŚŝŶŐƐ ƚŚĂƚ ƚŚĞǇ ?ǀĞ Ŷever experienced before so - ǀĞƌǇ ƉŽƐŝƚŝǀĞůǇ ďĞĐĂƵƐĞ ŝƚ ?Ɛ
ƐŽŵĞďŽĚǇ ǁŚŽ ĐĂŶ ƐƵƉƉŽƌƚ ƚŚĞŵ ƚŚƌŽƵŐŚ ƚŚĂƚ ũŽƵƌŶĞǇ ĂŶĚ ƚŚĂƚ ƉĂƚŚǁĂǇ ? ?  ?W ? ? P WĂůůŝĂƚŝǀĞ
specialist nurse) 
6.2.3: Confusion about the role 
 “/ƚŚŝŶŬƐŽŵĞŽĨƚŚĞƉĂƚŝĞŶƚƐũƵƐƚƚŚŽƵŐŚƚŝƚǁĂƐĂďŝƚŽĨďĞĨƌŝĞŶĚŝŶŐƐĞƌǀŝĐĞǁŚŝĐŚĐůĞĂƌůǇŝƚ ?ƐŶŽƚ
and then other patients really you know realised that the value of having that extra support in 
ĂĚĚŝƚŝŽŶƚŽƚŚĞƚƵŵŽƵƌƐƉĞĐŝĨŝĐŶƵƌƐĞƐŽŵĞŵŝǆĞĚ ?ŵŝǆĞĚ/ƚŚŝŶŬ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
Theme 7: Impact on time savings for staff or impact on quality of care 
7.1: CCC role  
7.1.1: Positive impact on time savings 
 “ďƐŽůƵƚĞůǇǇĞĂŚĂŶĚ/ĐĂŶĐŽŵƉůĞƚĞůǇ ? ? ?A?ƐĞĞƚŚĂƚŝƚĚĞĨŝŶŝƚĞůǇĚŝĚĐĂƵƐĞǁĞĂĐƚƵĂůůǇ ?ƚŚĞ
has left cause it was a pilot and not a, it was a temporary contract and she just recently left in the 
ůĂƐƚ ƚŚƌĞĞ ŵŽŶƚŚƐ ƚŽ Ă ƉĞƌŵĂŶĞŶƚ ƌŽůĞ ĂŶĚ ǁĞ ŚĂǀĞŶ ?ƚ ŚĂĚ ŽƵƌ ĐŽƌĚŝŶĂƚŽƌ ƌĞƉůĂĐĞĚ ? ĂŶĚ ƚŚĞ
ƐŝŐŶŝĨŝĐĂŶƚ ŝŵƉĂĐƚ ƚŚĂƚ ŝƚ ?Ɛ ŚĂĚ ŽŶ ŽƵƌ ƐĞƌǀŝĐĞ ĂŐĂŝŶ ĨŽƌ ŽƵƌ ƐƉĞĐŝĂůŝƐƚ ŶƵƌƐĞƐ ? ŝƚ ?Ɛ ũƵƐƚ ŝƚ ?Ɛ ũƵƐƚ
escalated our ǁŽƌŬůŽĂĚƵŶďĞůŝĞǀĂďůǇ ? ? ?W ? PE^ ? 
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 “dŚĞǇ ?ƌĞƚŚĞƌĞƚŽŚĞůƉƐƵƉƉŽƌƚƵƐƚŽĚŽŽƵƌũŽďƚŽĨƌĞĞƵƉƐŽŵĞƚŝŵĞƐŽǁĞĐĂŶƐƉĞŶĚŵŽƌĞĚŝƌĞĐƚ
ƚŝŵĞ ǁŝƚŚ ƚŚĞ ƉĂƚŝĞŶƚ ?  ? / ƚŚŝŶŬ ƚŚĞƌĞ ?Ɛ ƐŽŵĞ ƋƵĂůŝƚǇ ? ƚŽ ƚŚĞ ? ƚŽ ƚŚĞ ƌŽůĞ ƚŚĞƌĞ ďĞĐĂƵƐĞ ŽĨ ƚŚĞ
ƚŚŝŶŐƐ ƚŚĂƚ ǁĞ ĐĂŶ ?ƚ ŶĞĐĞƐƐĂrily find time to do, that the Cancer Care Co-ordinator can help so 
ƚŚĂƚƉĂƚŝĞŶƚƐ ?ĨŽƌĞǆĂŵƉůĞ ?ĂƌĞŶ ?ƚǁĂŝƚŝŶŐĨŽƌůŽŶŐƉĞƌŝŽĚƐŽĨƚŝŵĞĨŽƌĂŶĂƉƉŽŝŶƚŵĞŶƚ ?ŶĚƚŚĞǇ
can have the patient ring up and know when their appointment is instead of waiting for a letter to 
ĐŽŵĞƚŚƌŽƵŐŚ ?ĂŶĚƚŚŝŶŐƐůŝŬĞƚŚĂƚ ? ? ?W ? ? PE^ ?
7.1.2: CCC had no time savings impact but improved quality of care 
 “tĞůů ǁĞ ?ǀĞ ŚĂĚ ƋƵŝƚĞ Ă ĨĞǁ ĚŝƐĐƵƐƐŝŽŶƐ ĂďŽƵƚ ƚŚŝƐ ĂĐƚƵĂůůǇ ? ĂŶĚ ǁŚĂƚ / ?ǀĞ ĞǆƉůĂŝŶĞĚ ƚŽ ŽƚŚĞƌ
people is that in real terms probably nŽ ?ďĞĐĂƵƐĞǁĞ ?ǀĞŚĂĚĂŶŝŶĨůƵǆŽĨƌĞĨĞƌƌĂůƐƐŽŵǇǁŽƌŬůŽĂĚ
ŚĂƐĂĐƚƵĂůůǇ ŝŶĐƌĞĂƐĞĚĚƌĂŵĂƚŝĐĂůůǇ ?^Ž ?ďĞĐĂƵƐĞ / ?ǀĞŐŽƚŵŽƌĞǁŽƌŬƚŽĚŽ /ŚĂǀĞŶ ?ƚŐŽƚĂŶǇ ůĞƐƐ
ƚŝŵĞďĞĐĂƵƐĞ/ ?ǀĞŐŽƚĂĐĂŶĐĞƌĐĂƌĞĐŽ-ŽƌĚŝŶĂƚŽƌǁŽƌŬŝŶŐǁŝƚŚŵĞ ?ƵƚŽďǀŝŽƵƐůǇ/ǁŽƵůĚŶ ?ƚŚĂǀĞ
been ĂďůĞƚŽĐŽƉĞƐŽĞĂƐŝůǇŝŶŵǇƌŽůĞ ?ǁŝƚŚƚŚĞŝŶĨůƵǆŝŶƌĞĨĞƌƌĂůƐŝĨ/ĚŝĚŶ ?ƚŚĂǀĞŚĞƌƚŽĚŽĂůŽƚŽĨ
ƚŚĞƚŚŝŶŐƐƚŚĂƚ/ǁŽƵůĚŚĂǀĞŚĂĚƚŽĚŽ ?^ŽƐŚĞ ?ƐĚĞĨŝŶŝƚĞůǇŚĞůƉĞĚďƵƚ/ĐĂŶ ?ƚƐĂǇƐŚĞ ?ƐƐĂǀĞĚĂŶǇ
ƚŝŵĞďĞĐĂƵƐĞŽƵƌǁŽƌŬůŽĂĚŚĂƐŝŶĐƌĞĂƐĞĚƐŝŐŶŝĨŝĐĂŶƚůǇ ? ?(P7: CNS) 
7.3: Community Sister role 
7.3.1: Community Sister had no time savings impact but improved quality of care 
 “/ ?ĚĨŝŶĚŝƚŚĂƌĚƚŽƐĂǇƚŚĂƚŝƚŚĂƐ ?/ƚŚŝŶŬƚŚĂƚŝƚ ?ƐŝŵƉƌŽǀĞĚƚŚĞƋƵĂůŝƚǇŽĨĐĂƌĞ ?ďƵƚƚŚĂƚǁŽƵůĚďĞ
ƚŚĞŵĂŝŶƚŚŝŶŐ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐpecialist nurse) 
 
Theme 8: Connection with other services 
8.1 CCC role 
 “dŚĞƵƐĞĚ ƚŽ ƐŽƌƚŽĨ ůŝŬĞ ƌĞŐƵůĂƌůǇ ƌĞĨĞƌƉĂƚŝĞŶƚƐ ?ǇŽƵŬŶŽǁ ? ĨŽƌďĞŶĞĨŝƚƐ ?ĂĚǀŝĐĞǇŽƵŬŶŽǁ ?
ĞƋƵĂůůǇ ? ƐŚĞ ǁŽƵůĚ ƌĞĨĞƌ ƚŽ ŽƵƌ ? ǁĞ ?ǀĞ ŐŽƚ Ă ŚŽůŝƐƚŝĐĐĞŶƚƌĞ ĂƐ ǁĞůů ? ǇŽƵ ŬŶŽǁ ƚŚĂƚprovides 
ĐŽŵƉůĞŵĞŶƚĂƌǇƚŚĞƌĂƉǇ ?ƐŚĞǁŽƵůĚĂůƐŽƐŽƌƚŽĨůŝŬĞĐŽŶŶĞĐƚƵƉƚŽ ?ƐŚĞ ?ĚĞǀĞŶĚŽƐŽƌƚůŝŬĞĐůŝŶŝĐĂů
psychology referrals, if we identified that they needed additional help, that way as well, so she 
would do a lot of our referrals and equally sort of she would pick up sort of like our paperwork 
side of things so that we could continue to see these patients, rather than having to write 
ĞǀĞƌǇƚŚŝŶŐƵƉĂƐǁĞůůƐŚĞǁŽƵůĚĚŽĂůŽƚŽĨƚŚĂƚĨŽƌƵƐĂƐǁĞůů ? ? ?W ? PE^ ? 
 “KďǀŝŽƵƐůǇǁŚĞŶƚŚĞĐĂŶĐĞƌĐĂƌĞĐŽ-ordinators first came into post they were given a six week 
training programme and part of that involved a lot of, education and training about other support 
ƐĞƌǀŝĐĞƐ ƚŚĂƚ ǇŽƵ ?ǀĞ ũƵƐƚ ŵĞŶƚŝŽŶĞĚ ? ^Ž ? ǇŽƵ ŬŶŽǁ ? ĚŝĞƚŝĐŝĂŶƐ ? ŽĐĐƵƉĂƚŝŽŶĂů ƚŚĞƌĂƉŝƐƚƐ ? ŶĞƵƌŽ-
oncology physiotherapists, the Macmillan Cancer Centre. So that was very much part of their 
ŝŶŝƚŝĂůƚƌĂŝŶŝŶŐ ?ŶĚƚŚĂƚ ?ƐǀĞƌǇŽďǀŝŽƵƐǁŚĞŶƚŚĞǇĐĂŵĞŝŶƚŽƉŽƐƚƚŚĂƚƚŚĂƚǁĂƐǀĞƌǇŵƵĐŚĂƚƚŚĞ
forefront of their mind about referring patients to the Macmillan Cancer CentƌĞ ? ? ?W ? PE^ ? 
8.2: Community Sister role connection with district nurses 
 “dŚĞƐĞĂƌĞŽĨƚĞŶƉĂƚŝĞŶƚƐ ƚŚĂƚ ƚŚĞĚŝƐƚƌŝĐƚŶƵƌƐĞƐǁŽƵůĚŶ ?ƚďĞ ŝŶǀŽůǀĞĚǁŝƚŚďĞĐĂƵƐĞƚŚĞƌĞ ?ƐŶŽ
nursing needs so you know they might go to see a patient and identify that there is some extra 
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support needs but not be able to able to fulfil themselves cos of their referral criteria so I think 
good for them to be able to have someone else to refer onto to get that patient some extra 
ƐƵƉƉŽƌƚ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
 
Theme 9: Impact on quality of care; leading to long term impact on quality of life, 
improved health and well-being, reduced hospital admission and reduced GP 
attendance  
The impact of the roles has been significant on improving quality of care which would lead to improved 
health and well-being, reduced hospital admission and reduced GP attendance.  
9.1: CCC role 
 “ƐƚŚĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞǁĞ ?ǁĞŶŽǁĚŽĂŶƵƌƐĞ-ĚĞůŝǀĞƌĞĚŵĞŶŝŶŐŝŽŵĂĐůŝŶŝĐƚŚĂƚŝƚǁŽƵůĚŶ ?ƚŚĂǀĞ
ďĞĞŶƉŽƐƐŝďůĞƚŽĚŽďĞĨŽƌĞ ?ƌŽůĞ ? ?^Ž ?ƚŚĂƚ ?ƐĨƌĞĞĚƵƉƐŽŵĞĐŽŶƐƵůƚĂŶƚƚŝŵĞďĞĐĂƵƐĞŝƚ ?ƐƐŽƌƚ
of a nurse-ĚĞůŝǀĞƌĞĚ ĐůŝŶŝĐ ƐŽ ŝƚ ?Ɛ ĚĞĨŝŶŝƚĞůǇ ĨƌĞĞĚ ƵƉ ƐŽŵĞ ƚŝŵĞ ? ŶĚ ǁŝƚŚ ƚŚĞ ĂůůŝĞĚ ŚĞĂůƚŚ
professionals, part of what our co-ŽƌĚŝŶĂƚŽƌ ĚŽĞƐ ŝƐ ŽƌŐĂŶŝƐŝŶŐ ĞƋƵŝƉŵĞŶƚ ĂŶĚ ƚŚŝŶŐƐ ? ƐŽ ƚŚĂƚ ?Ɛ
ĂŐĂŝŶ ? ŝƚ ?Ɛ ĨƌĞĞŝŶŐ ƵƉ ƚŚĞŝƌ ƚŝŵĞ ƚŽ ĚŽ ŽƚŚĞƌ ƚŚŝŶŐƐ ?  ? ^Ž ŝŶ ƚĞƌŵƐ ŽĨ ƚŚĂƚ ƉĂƚŚǁĂǇ ŝƚ ĚŽĞƐŶ ?ƚ
ŶĞĐĞƐƐĂƌŝůǇŵĂŬĞĂĚŝĨĨĞƌĞŶĐĞďƵƚŝŶƚĞƌŵƐŽĨƚŚĞƉĂƚŝĞŶƚ ?ƐƉĂƚŚǁĂǇĂŶĚĐĞƌƚĂŝŶůǇŽĨƚŚĞŝƌƋƵĂůŝƚǇ
of life it certainly improves things. So it certainly helps to co-ordinate things and making sure the 
patients get scans and appointments in a timely way, get discussed in a timely way at our MDT 
ŵĞĞƚŝŶŐƐƐŽƚŚĞƉĂƚŚǁĂǇ ?ƐĐĞƌƚĂŝŶůǇďĞĞŶĞŶŚĂŶĐĞĚĨƌŽŵƚŚĂƚƐŝĚĞŽĨƚŚŝŶŐƐ ? ? ?W ? PE^ ? 
 “ĞĨŝŶŝƚĞůǇ ?ǇĞĂŚ ?/ŵĞĂŶ ?ǇŽƵŬŶŽǁ ?ďĞĨŽƌĞƐŚĞĐĂŵĞŝŶƚŽƉŽƐƚ, our opportunities to actually sit 
ĂŶĚŚĂǀĞĂĐŽƵƉůĞŽĨƚĞůĞƉŚŽŶĞĐĂůůƐƚŚĂƚƚŚĞǇƐŽŵĞƚŝŵĞƐůĂƐƚŚĂůĨĂŶŚŽƵƌĂŶŚŽƵƌ ?ǁĞĐŽƵůĚŶ ?ƚ
ĚŽŝƚǁĞ ?ǀĞĐŽƵůĚŶ ?ƚ ?ǁĞĚŝĚŶ ?ƚŚĂǀĞƚŚĞĐĂƉĂĐŝƚǇĨŽƌŝƚ ?ďƵ ƐŚĞĐĂŶŵĂŬĞƉƌĞ-emptive pro-active 
phone calls and, and I think sometimes that can stop the patient from worrying so much and 
ƉŽƐƐŝďůǇďŽƵŶĐŝŶŐďĂĐŬŝŶƚŽŚŽƐƉŝƚĂů ? ? ?W ? PE^ ? 
 “ ?dŚĞ ? ŝƐŚŽƐƉŝƚĂůďĂƐĞĚďƵƚ ƐŚĞĐĂŶŐŽĂŶĚƐĞĞƉĂƚŝĞŶƚƐĚŽǁŶ ŝŶǇŽƵŬŶŽǁ ? ƌĞĨĞƌƉĂƚŝĞŶƚƐ
down in the holistic centre or the Macmillan information centre but some of the other things that 
ƐŚĞĐĂŶƉƌŽǀŝĚĞĂƐǁĞůů ?ŝƐǁŚĞŶƉĂƚŝĞŶƚƐĂƌĞŚĂǀŝŶŐĂƉƌŽĐĞĚƵƌĞĚŽŶĞĂŶĚƚŚĞǇ ?ƌĞƐĐĂƌĞĚƚŽŚĂǀĞ
ƚŚĂƚƉƌŽĐĞĚƵƌĞĚŽŶĞĂŶĚƚŚĞǇĚŽŶ ?ƚǁĂŶƚƚŽĐŽŵĞŝŶ ?ďƵƚƐŚĞ ?ůůƐĂǇƐŚĞ ?ůůƐƚĂǇǁŝƚŚƚŚĞŵƚŚƌŽƵŐŚ
that proceduƌĞĂŶĚƐŚĞŚĂƐĚŽŶĞƐŽ ŝŶƚŚĞ ?ǁŚĞŶƚŚĞƉĂƚŝĞŶƚƐŚĂĚďƌŽŶĐŚŽƐĐŽƉŝĞƐĞƚĐ ?ƐŽƐŚĞ ?ůů
ůŝĂŝƐĞǁŝƚŚŽƚŚĞƌĚĞƉĂƌƚŵĞŶƚƐŝĨƚŚĞƉĂƚŝĞŶƚ ?ƐũƵƐƚĂďŝƚŶĞƌǀŽƵƐĂďŽƵƚŐŽŝŶŐŝŶĂƐĐĂŶŶĞƌŽƌŚĂǀŝŶŐ
ĂďŝŽƉƐǇ ?ƐŚĞ ?ůůŐŽĚŽǁŶǁŝƚŚƚŚĞŵ ? ? ?W ? PE^ ?
 “dŚĞƉĞƌƐŽŶǁĞ ?ǀĞŐŽƚŶŽǁ ĂƚƉƌĞƐĞŶƚ ?ƐŚĞ ?ƐĞǆĐĞůůĞŶƚ ?^ŚĞ ?ƐĂďůĞƚŽƐŽƌƚŽĨĞŶƐƵƌĞƚŚĂƚ ĂůŽƚŽĨ
ƚŚŝŶŐƐƐĞĞŵƚŽŐĞƚŵŝƐƐĞĚďĞĐĂƵƐĞǁĞũƵƐƚĚŽŶ ?ƚŚĂǀĞƚŚĞƚŝŵĞƚŽŵĂŬĞƐƵƌĞƚŚĂƚƉĞŽƉůĞĂƌĞƐŽƌƚ
ŽĨďĞŝŶŐƌĞǀŝĞǁĞĚŽŶĂƌĞŐƵůĂƌďĂƐŝƐĂŶĚƚŚĂƚǁĞ ?ƌĞĂďůĞƚŽĐĂƚĐŚƵƉǁŝƚŚƉĞŽƉůĞĂƚĂƚimely time 
in a timely manner and she is able to ensure that that is happening. She does have the IT skills as 
well which helps us to put different systems in place to ensure that we can coordinate better and 
has made us a lot more efficient. I feel a lot ŵŽƌĞ ƐŽƌƚ ŽĨ ŝŶ ĐŽŶƚƌŽů Ăƚ ǁŽƌŬ ƐŝŶĐĞ ƐŚĞ ?Ɛ ďĞĞŶ
ǁŽƌŬŝŶŐǁŝƚŚƵƐ ŝŶ ƚŚĂƚ / ŬŶŽǁƚŚĂƚĂůů ƚŚĞƉĂƚŝĞŶƚƐĂƌĞďĞŝŶŐŵŽŶŝƚŽƌĞĚ ?ǁĞŬŶŽǁƚŚĂƚ ƚŚĞǇ ?ƌĞ
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ŐŽŝŶŐƚŽŐĞƚƌĞǀŝĞǁĞĚĂƚƚŚĞƌŝŐŚƚƚŝŵĞĂŶĚƐŚĞƐĞĞŵƐƚŽŚĂǀĞƉƵƚĂůůŽĨƚŚŝƐŝŶƚŽƉůĂĐĞŚĞƌƐĞůĨ ?
ƐŚĞ ?ƐŵĂĚĞĂlot of difference even in a short period of time which allows us to then do some of 
the specialist treatments that we need to do and the specialist assessments that we feel that we 
ŚĂǀĞŶ ?ƚďĞĞŶĂďůĞƚŽĚŽĂŶĚĂůƐŽĂůůŽǁƐƵƐƚŽŐŝǀĞƚŝŵĞƚŽůŽŽŬĂƚƐƵƌǀŝǀŽƌship because physios on 
our team have quite a big role in survivorship and ensuring that patients optimise their function 
ĂŶĚƋƵĂůŝƚǇŽĨ ůŝĨĞĂŶĚ / ƚŚŝŶŬǁĞĚŽŚĂǀĞĂďŝŐƌŽůĞƚŽƉůĂǇ ?tĞĂůǁĂǇƐ ĨĞĞůƚŚĂƚǁĞĚŽŶ ?ƚŚĂǀĞ
time to spend on those patients but I do feel that with this part of a Care Co-ordinator we will be 
able to do that and potentially that has a huge effect on  W in the longer term and you know if you 
ŝŵƉƌŽǀĞƉĞŽƉůĞ ?ƐŚĞĂůƚŚĂŶĚǁĞůůďĞŝŶŐǁĞ ?ƌĞƉŽƚĞŶƚŝĂůůǇŐŽŝŶŐƚŽƌĞĚƵĐĞĂĚŵŝƐƐŝŽŶƐƚŽŚŽƐƉŝƚĂů, 
reduce admissions to, you know, attendance at GPs, so I could see it could have a huge long term 
effect, you know, on the whole service really. As well as you know patients are getting a better 
ƐĞƌǀŝĐĞ ĂŶĚ ŝƚ ?Ɛ ŽƉƚŝŵŝƐŝŶŐ ƚŚĞŝƌ ƋƵĂůŝƚǇ ŽĨ ůŝĨĞ ǁŚŝĐŚŝƐ ŝŵƉŽƌƚĂŶƚ ? ?  ?W ? ? P EĞƵƌŽ-oncology 
physiotherapist)  
9.2: Community Sister 
 “ĞĨŝŶŝƚĞůǇ ƋƵĂůŝƚǇ ŽĨ ƉĂƚŝĞŶƚ ĐĂƌĞ ĂŶĚ ǇŽƵ ŬŶŽǁ ŚĂǀŝŶŐ ƐŽŵĞ ĞǆƚƌĂ ƐƵƉƉŽƌƚ ĨŽƌ ƚŚĞŵ ďƵƚ ǇŽƵ
know hopefully to prove the benefits of the post you know there will be things like you know 
ƉĞŽƉůĞǁŽŶ ?ƚŵŝƐƐƚŚĞŝƌĂƉƉŽŝŶƚŵĞŶƚƐĐŽƐƚŚĞǇ ?ůůƵŶĚĞƌƐƚĂŶĚǁŚĂƚǁŚĞƌĞƚŚĞǇ ?ƌĞŐŽŝŶŐĂŶĚǁŚĂƚ
ƚŚĞǇ ĚŽŝŶŐ ĂŶĚ ǁŚĂƚ ?Ɛ ŚĂƉƉĞŶŝŶŐ Žƌ ƚŚĞǇ ŵĂǇ ŶŽƚ ŶĞĞĚ ĞǆƚƌĂ ĂƉƉŽŝŶƚŵĞŶƚƐ ŝŶ ƚŚĞ ŚŽƐƉŝƚĂů
ďĞĐĂƵƐĞƚŚĞǇ ?ǀĞŐŽƚĂďĞƚƚĞƌƵŶĚĞƌƐƚĂŶĚŝŶŐŽĨƚŚĞƚƌĞĂƚŵĞŶƚƐĂŶĚƚŚŽƐĞŬŝnd of things cos I know 
ŝƚ ?ƐĚŝĨĨŝĐƵůƚǁŝƚŚƉŽƐƚǇŽƵ ?ǀĞŐŽƚƚŽŚĂǀĞŵŽƌĞƚŽƐƵƉƉŽƌƚƚŚĞŵƐŽǇŽƵŬŶŽǁ/ĐĂŶƐĞĞƚŚĂƚƚŚĞƌĞ
maybe some saved appointments in hospital and saved phone calls to consultant secretaries and 
those kind of things because the service is a bit more joined up and the patient has a bit more of 
ĂŶŝĚĞĂŽĨǁŚĂƚƚŚĞǇ ?ƌĞŵĞĂŶƚƚŽďĞĚŽŝŶŐ ? ? ?W ? ? PWĂůůŝĂƚŝǀĞƐƉĞĐŝĂůŝƐƚŶƵƌƐĞ ? 
Theme 10: Sustainability challenges 
10.1: CCC role 
10.1.1: An impact on professionals and patients  
 “KƵƌĐƵƌƌĞŶƚĐĂŶĐĞr care co-ordinator is doing an absolutely fantastic job and even in such a very 
ƐŚŽƌƚ ƐƉĂĐĞ ŽĨ ƚŝŵĞ ǁĞ ĐĂŶ ƐĞĞ Ă ŚƵŐĞ ĚŝĨĨĞƌĞŶĐĞ ĂŶĚ / ?ŵ ƐƵƌĞ ƚŚĂƚ ƚŚĂƚ ǁŝůů ĐŽŶƚŝŶƵĞ ? / ŐƵĞƐƐ
some of these co-ordinators have been there for much longer, and I think you knoǁŽǀĞƌƚŝŵĞ/ ?ŵ
ƐƵƌĞǁĞ ?ůů ƐĞĞĂŵƵĐŚďŝŐŐĞƌĚŝĨĨĞƌĞŶĐĞĂŶĚ / ƌĞĂůůǇŚŽƉĞƚŚĂƚ ƚŚĞǇĚŽŐĞƚ ƚŚĞŝƌ ĨƵŶĚŝŶŐ ƚŽ ƐƚĂǇ
really. Cos I think it makes a big difference to us professionally and I really do think it does help 
ƚŚĞƉĂƚŝĞŶƚ ? ? ?W ? PE^ ? 
10.1.2: Not to replace nurses role 
 “dŚĞǇĂƌĞŽĨďĞŶĞĨŝƚƚŽĐĂŶĐĞƌƉĂƚŝĞŶƚƐĂŶĚƚŽƐƉĞĐŝĂůŝƐƚŶƵƌƐĞƐǁŽƌŬŝŶŐŝŶĐĂŶĐĞƌĐĂƌĞĚĞĨŝŶŝƚĞůǇ ?/
ĂůƐŽ ƚŚŝŶŬ ǁĞ ŶĞĞĚŵŽƌĞŶƵƌƐĞƐ ĂƐǁĞůů ? / ĚŽŶ ?ƚ ƚŚŝŶŬ ƚŚĂƚĐĂŶĐĞƌ ĐĂƌĞ ĐŽ-ordinators should be 
employed at the expense of more specialisƚ ŶƵƌƐĞƐ ? Ƶƚ / ƌĞĐŽŐŶŝƐĞ ƚŚĂƚ ŶĂƚŝŽŶĂůůǇ ? ƚŚĞƌĞ ?Ɛ Ă
ŶĂƚŝŽŶĂů ƐŚŽƌƚĂŐĞ ŽĨ ŶƵƌƐĞƐ ĂŶĚ ƚŚĞƌĞ ?Ɛ Ă ƐŚŽƌƚĂŐĞ ŽĨ ƐƉĞĐŝĂůŝƐƚ ŶƵƌƐĞƐ ? Ƶƚ / ĚŽŶ ?ƚ ƚŚŝŶŬ ƚŚĂƚ
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cancer care co-ordinators should replace the nurses  W / ƚŚŝŶŬƚŚĞƌĞ ?ƐĂƌŽůĞĨŽƌĞǀĞƌǇďŽĚǇ ŝŶƚŚĞ
team  W anĚƚŚĞǇĚŽĞŶŚĂŶĐĞƚŚĞƚĞĂŵ ? ? ?W ? PE^ ? 
10.1.3: Being a non-clinical role 
 “dŚĞŐŝƌůƐĂƌĞŶ ?ƚ ?ŚĂǀĞŶ ?ƚŐŽƚĐůŝŶŝĐĂůƚƌĂŝŶŝŶŐĂŶĚ/ƚŚŝŶŬƚŚĞƌĞƐƚŝůů ?ŝƚ ?ƐƐƚŝůůĂƉĂƚŝĞŶƚĐĞŶƚƌĞĚƌŽůĞ
and I think the clinical training is quite important. At the moment they doŶ ?ƚ ŚĂǀĞ ƉĞƌŵĂŶĞŶƚ
contracts and as I say mines on maternity leave and our unit manager is trying to get that covered 
ǁŚŝůĞƐŚĞ ?ƐŽŶŵĂƚĞƌŶŝƚǇůĞĂǀĞĂŶĚƚŚĞƚƌƵƐƚĂƌĞƋƵŝƚĞƌĞůƵĐƚĂŶƚƚŽĐŽǀĞƌƚŚĂƚƌŽůĞďĞĐĂƵƐĞƚŚĞƌĞ ?Ɛ
ŶŽ ?ƚŚĞƌĞ ?ƐŶŽƉƌŽŽĨƚŚĂƚƚŚĞŝƌƌŽůĞŝƐǁŽƌŬŝŶŐĂŶĚ/ƚŚŝŶŬƚŚĂƚ ?ƐĂďŝŐĐŚĂůůĞŶŐĞƚŚĂƚǁĞ ?ǀĞŐŽƚŝŶ
ƚŚĞ ŶĞǆƚ ĐŽŵŝŶŐ ŵŽŶƚŚƐ ĂŶĚ ƚŚĞ ƚƌƵƐƚ ŚĂǀĞ ůŽŽŬĞĚ Ăƚ ƚŚŽƐĞ /D ?Ɛ ĂŶĚ ƚŚĞƌĞ ?ƌĞ ŶŽƚ ĂĚĞƋƵĂƚĞ
ĞŶŽƵŐŚ ? ? ?W ? PE^ ? 
10.1.4: Protecting the role professionally and legally by having a structured job description  
 “tŚĂƚ/ǁŽƵůĚƐĂǇŝƐƚŚĂƚƚŚĞĐĂŶĐĞƌĐĂƌĞĐŽŽƌĚŝŶĂƚŽƌƐŝƐƚŚĂƚƚŚĞŝƌĐŽƌĞƐŬŝůůƐŵƵƐƚďĞƌĞĂůůǇĐůĞĂƌ
you know, if the cancer care coordinator was to be in post permanently, I think your core skills 
have to be very clear because you know, they ŵĂǇƐĂǇ ‘hŚǁĞůů/ĚŽŶ ?ƚƚŚŝŶŬƚŚĂƚ ?ƐŵǇũŽďŽƌƚŚĂƚ
may might not be my job and I think the specialist team need to work with you know, the their 
ŽǁŶĞŵƉůŽǇĞƌ ƚŽ ƐĞƚĚŽǁŶĂǀĞƌǇ ƐƚƌƵĐƚƵƌĞĚ ũŽďĚĞƐĐƌŝƉƚŝŽŶ ĨŽƌ ƚŚĞŵƐŽƚŚĞǇ ?ƌĞŶŽƚ ƚĂŬŝŶŐŽĨĨ
here there and ĞǀĞƌǇǁŚĞƌĞĂƐĂƉĂŝƌŽĨŚĂŶĚƐ ? ?ƚŚĞǇ ?ƌĞƐƚŝůůŶŽƚĂƌĞŐŝƐƚĞƌĞĚŶƵƌƐĞ/ƚŚŝŶŬǁĞ ?ǀĞ
ũƵƐƚ ŐŽƚ ƚŽ ďĞ ŵŝŶĚĨƵů ƚŚĂƚ ƚŚĞ ǇŽƵ ŬŶŽǁ ? ƚŚĞǇ ĚŽŶ ?ƚ ŚĂǀĞĂŶǇ ĨŽƌŵĂů ůĞŐĂů ƌĞŐŝƐƚƌĂƚŝŽŶ ƚŽ
ŵĂŝŶƚĂŝŶ ? ƐŽ ŝƚ ?Ɛ Ă ƌĞƐƉŽŶƐŝďŝůŝƚǇ ĨŽƌ ƚŚĞ ƚƌƵƐƚ ƚŽŵĂŬĞ ƐƵƌĞƚŚĂƚ ƚŚĞǇ ǁŽƌŬ ǁŝƚŚin the guidance 
ďĞĐĂƵƐĞ / ƚŚŝŶŬ / ƐƵƉƉŽƐĞ / ƐƵƉƉŽƐĞ / ?ŵ ƚŚŝŶŬŝŶŐ ŽĨ ŽƵƌ ĐĂŶĐĞƌ ĐĂƌĞ ĐŽŽƌĚŝŶĂƚŽƌ ? ŝĨ ƚŚĞ ƉĞŽƉůĞ
ƉůĞĂƐĞ ŚĞƌ ŝĨ ǇŽƵ ůŝŬĞ ? ƐŚĞ ƐĂǇƐ  ‘ǇĞƐ / ?ůů ĚŽ ƚŚĂƚ ? ŽŚ ǇĞƐ ƚŽ ƚŚĂƚ ? ĂŶĚ ƐŚĞ ŵĂŬĞƐ ? ǇŽƵ ŬŶŽǁ ? ďĞ
coerced into by some senior grades, if you like, ƐĂǇ  ‘ŽŚ ?ǇŽƵĚŽƚŚĂƚǇĞĂŚ ?ǇĞĂŚĚŽƚŚĂƚ ? / ?ůů ũƵƐƚ
check on it later and I think they have to re remain true to the job description and their capacity 
ƌĞĂůůǇ ? ? ?W ? PE^ ? 
10.1.5: Funding challenges and demonstrating the long-term impact of the role   
 “/ ŬŶŽw the main challenge will be funding, and the Trust providing the funding support to 
continue. Obviously that  W ƚŚĞ ŽŶůǇ ǁĂǇ ƚŚĞǇ ǁŝůů ĚŽ ƚŚĂƚ ŝƐ ŝĨ ƚŚĞǇ ĐĂŶ ƐĞĞ ƚŚĞƌĞ ?Ɛ ĂďĞŶĞĨŝƚ
financially and I know that Macmillan have done a lot of work on looking at how using the matrix 
 ? ŝƚ ?Ɛ ŽďǀŝŽƵƐůǇ ƐŚŽǁƐ ƚŚĂƚ ŝƚ ?Ɛ ĂůůŽǁĞĚ ƚŚĞ ŚĞĂůƚŚ ƉƌŽĨĞƐƐŝŽŶĂůƐ ƚŚĂƚ ŚĂǀĞ  W the skilled health 
professionals to free their time to spend more time with the patients using those skills, which 
obviously is going to be of benefit to the ƉĂƚŝĞŶƚ ?tŚĂƚ ŝƚ ǁŽŶ ?ƚ ƐŚŽǁ ŝƐǁŚĂƚ / ǁĂƐ ĞǆƉůĂŝŶŝŶŐ
about that long term benefit of reducing hospital admissions, reducing GP access and 
ĂƉƉŽŝŶƚŵĞŶƚƐ ? /ĚŽŶ ?ƚ ƚŚŝŶŬǁĞǁŝůůďĞĂďůĞ ƚŽ ƐŚŽǁƚŚĂƚ ĨƌŽŵƚŚĞŵĂƚƌŝǆďƵƚ /ĚŽ ƚŚŝŶŬ ƚŚĂƚ ŝƐ
something that potentially that a Care Co-ordinator will do as part of the team, because I think as 
a team we do that, we prevent hospital admissions and we do improve quality of life and health 
and wellbeing so it just  W ŝƚ ?ƐŶŽƚŐŽŝŶŐƚŽƐŚŽǁƚŚĂƚůŽŶŐĞƌƚĞƌŵĞĨĨĞĐƚƵŶĨŽƌƚƵŶately. But in terms 
of releasing the therapists and skilled health professionals to do their more skilled work, it 
ĐĞƌƚĂŝŶůǇǁŝůůďĞĚŽŝŶŐƚŚĂƚ ? ? ?W ? ? PEĞƵƌŽ-oncology physiotherapist)  
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10.2: Community Sister role 
10.2.1: More specialised role 
 “/ĚŽŬŶŽǁƚŚat the plans for those roles are to maybe be extended to a more specialist nurse 
type role and be more like nurse practitioner sort of could maybe you know, there may be other 
ƚŚŝŶŐƐƚŚĂƚƚŚĞǇĐŽƵůĚƉŽƐƐŝďůǇĚŝĂŐŶŽƐĞĂŶĚƉƌĞƐĐƌŝďĞĨŽƌďƵƚ/ĚŽŶ ?ƚ/ĚŽŶ ?ƚƚŚŝŶŬƚŚĂƚ ?ƐŚĂƉƉĞŶĞĚ
ǇĞƚ ?ďƵƚ/ƚŚŝŶŬƚŚĂƚ ?ƐǁŚĞƌĞƐŽŵĞƚŚŝŶŐƚŚĂƚŵŝŐŚƚŐŽĂƐǁĞůů ? ? ?W ? PE^ ? 
10.2.2: Belonging to a team 
 “/ƚŚŝŶŬŝĨǁĞǁĞƌĞĂůůůŝŶŬĞĚďĞƚƚĞƌƚŽŐĞƚŚĞƌƚŚĂƚǁŽƵůĚďĞŐŽŽĚǇŽƵŬŶŽǁĂŶĚǇŽƵŬŶŽǁ/ĚŽŶ ?ƚ
know what will happen in the future but you know if the cancer sister you know I would look at 
ƚŚĞ ĐĂŶĐĞƌ ƐŝƐƚĞƌ ũŽď ĂƐ ? ĂƐ ŚĂǀĞ ƚŽ Ɛŝƚ ŝŶ ƐŽŵĞ ƚĞĂŵ ĂŶĚ ĂůƚŚŽƵŐŚ ŝƚ ?Ɛ ? ǇŽƵ ŬŶŽǁ ŝƚ ?Ɛ ŶŽƚ Ă
ƉĂůůŝĂƚŝǀĞũŽďǇŽƵŬŶŽǁƚŚĞǇ ?ǀĞŐŽƚƚŽďĞůŽŶŐƐŽŵĞǁŚĞƌĞƐŽ/ǁŽƵůĚƐĞĞĂŬŝŶĚŽĨǇŽƵŬŶŽǁƚŚĞŵ
belonging to us or belonging to the tumour specific groups or you know they have to belong 
ƐŽŵĞǁŚĞƌĞĂŶĚŝĨƚŚĞƌĞ ?ƐŐŽŝŶŐƚŽďĞƐŽŵĞŶĂƚƵƌĂů ?ƐŽŵĞŶĂƚƵƌĂůƌĞĨĞƌƌĂůƉĂƚŚǁĂǇƐĨƌŽŵƚŚĞŵƚŽ
ƵƐĂŶĚƵƐƚŽƚŚĞŵ ?ǇŽƵŬŶŽǁƚŚŽƐĞůŝŶŬƐĂƌĞĂůůƌĞĂůůǇŝŵƉŽƌƚĂŶƚ ? ? ?W ? ? PWĂůůŝĂtive specialist nurse) 
